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Abstract 
Background: Caregiving for a person with advanced cancer is demanding due to the 
complex physical needs and impending death. These could lead to caregivers’ stress 
and emotional burden, and their quality of life (QoL) could be compromised. It is 
important to develop interventions to help caregivers cope with the caregiving. 
 
Aims: This study aims to understand the QoL of family caregivers, to explore the 
experience of family caregivers, and to develop and evaluate the effectiveness of a 
psychoeducation intervention, entitled ‘Caring for the Caregiver Programme (CCP)’, 
for family caregivers providing care for an adult with advanced cancer at home with a 
prognosis of 3-12 months. 
 
Method: The study was conducted in five home hospice organisations and the 
National Cancer Centre, and comprised of two phases. In phase 1, a longitudinal 
design was adopted. Data were collected by questionnaire surveys and qualitative 
interviews. The participants (n=93) were surveyed at baseline and 8th week.  Nineteen 
participants were selected for an additional face-to-face interview at 8th week to 
understand their caregiving experience. The findings from the phase 1 study together 
with literature were used to develop the psychoeducation programme – CCP. The 
CCP aimed to improve caregivers’ QoL by increasing social support, closeness 
between caregiver and patient, knowledge, and helping caregivers cope with stress, 
frustration, depression, and anticipatory grief. The CCP was delivered through a face-
to-face session, video, individualised care plan, two telephone follow-ups, and online 
forum.  
 
	   xxii	  
Phase 2 was a pilot randomised control trial with two-group pre and posttest design to 
evaluate the impacts of CCP. Both outcome and process evaluation were conducted. 
Eighty participants were randomised to the standard care group (n=42), and the 
intervention group (n=38). All participants in the standard care group received usual 
care only, while the intervention group received the CCP and usual care. The 
outcomes were measured at baseline, 4th week, and 8th week, which included 
caregivers’ QoL, social support, stress and depression, closeness with patient, self-
efficacy in self-care, rewards of caregiving, and knowledge. Twelve participants from 
the intervention group were selected for a qualitative process evaluation at 8th week. 
 
Results: In phase 1, participants’ QoL and social support were found to remain stable 
over time. Caregivers experienced stress and negative emotions, and caregivers with 
better social support had higher QoL. In phase 2, compared with the standard care 
group, the intervention group had significant better improvement from baseline to 
posttest 2 in QoL (p<0.01), social support satisfaction (p<0.01) and number (p<0.01), 
stress and depression (p<0.01), closeness with patient (p<0.01), self-efficacy in self-
care (p<0.01), rewards of caregiving (p<0.01), and knowledge (p<0.01). From the 
process evaluation, participants reported increased knowledge in caregiving, social 
support, improved relationships, and reduced stress and negative emotions. They also 
gave suggestions to improve future caregiver interventions. 
 
Conclusions: The CCP had positive impacts on family caregivers of a person with 
advanced cancer. This psychoeducation intervention was well accepted by the 
caregivers, and could be used as routine care.  
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Chapter 1 Background of study 
 
Introduction 
This chapter will provide the background and the significance of the present study. It 
will begin by describing the challenges in providing care for a person with advanced 
cancer, the concepts of palliative care and hospice care, and home hospice services in 
Singapore. This will be followed by analysing the knowledge gaps on caregivers’ 
quality of life (QoL) and needs of caregivers, and psychoeducation interventions for 
caregivers. Thereafter, the research questions, aim, and objectives of the study will be 
described, followed by the definition of terms used in this study. Then, the short-term 
and long-term significance of this study will be explained. Finally, an overview of the 
thesis will be provided.  
 
Caregiving of a person with advanced cancer 
Caregiving for a family member with advanced cancer could be stressful physically 
and emotionally, which results in tremendous burden on family caregivers (Grov & 
Eklund, 2008). A person with advanced cancer has complex physical needs that pose 
a daily challenge to their caregivers (Tsigaroppoulos et al., 2009). Besides helping the 
person with their daily activities in daily living (ADLs), caregivers have to manage 
the person’s pain and symptoms. Further, the person’s physical condition could 
fluctuate day-to-day, making it difficult for caregivers to cope with this constant 
change (Teno, Weitzen, Fennell, & Mor, 2001). The physical needs of the person 
increase significantly in the last three months of life as the person becomes very weak 
when death approaches (Brazil, Bedard, Willison, & Hode, 2003). Apart from coping 
with stress arising from the physical care of the person with advanced cancer, 
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caregivers have to cope with their emotions from having to face the impending death 
and witnessing the person’s condition deteriorate (Funk et al., 2010).  
 
Studies found that caregivers of people with advanced cancer reported higher levels 
of burden when compared to caregivers of frail elderly people, which was attributed 
to the terminal nature of the illness and the prospective occurrence of death (Grov & 
Eklund, 2008).  
 
For caregivers who were holding full-time employment and/or had young children to 
care for, the stress from the added caregiving duties could be even greater. More 
importantly, caregivers’ health were often compromised. Caregivers often 
experienced fatigue and exhaustion due to the lack of sleep. Some neglected their own 
health in the process of caregiving (Aoun, Kristjanson, Hudson, Currow, & 
Rosenberg, 2005; Mok, Chan, Chan, & Yeung, 2003). 
 
Caregiving might also have a negative impact on caregivers’ psychological well-
being. Hudson et al. (2011) found that upon commencement of palliative care, nearly 
half (44%) of the caregivers had a probable anxiety and/or depressive disorder, and 
approximately 15% of caregivers were suffering from pre-loss grief. Despite the 
negative impact of caregiving on caregivers’ health and emotions, very often 
insufficient help has been provided to support caregivers to care for their own health, 
and to cope with their emotions (Hudson, Remedios, & Thomas, 2010). Without the 
necessary help and support, caregivers might experience exhaustion, burnout, and 
their QoL could be compromised.  
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With the changing patterns of care and treatment of disease, there is an improvement 
of the prognosis of people with advanced cancer (Wilson, Bunting, Curnow, & Knock, 
1995). As a consequence, caregivers have to commit to caring for the person with 
advanced cancer for a longer period of time. The longer period of caregiving, coupled 
with the stress and burden of caregiving, could increase the possibility of the 
caregiver suffering from exhaustion, resulting in the temporary or permanent 
institutionalisation of the terminally ill person (Bramwell, Mackenzie, Laschinger, & 
Cameron, 1995; Shyu, Chen, & Lee, 2004). 
 
In Singapore, due to the lack of inpatient respite care services, most caregivers have 
difficulties obtaining respite. The fastest and surest way caregivers could obtain 
respite was to admit the person with advanced cancer into an acute hospital, and to 
prevent the person from being discharged for as long as possible. However, this is 
detrimental as acute hospital is not the best place for the person with advanced cancer 
to receive daily care. This also would prevent people who are in greater need of acute 
hospital care from receiving the required treatment. Hence, there is a need to help 
family caregivers improving their ability to cope with stress, emotions, and to prevent 
burnout, so as to enable caregivers to continue providing care at home. 
 
In a recent global report on end-of-life care, it was suggested that end-of-life care for 
terminally ill persons in Singapore needed improvement as it ranked 18th out of 40 
countries on the quality of death index. The criteria for calculating the index included 
end-of-life healthcare environment, availability of end-of-life care, quality of end-of-
life care, and cost of end-of-life care (G. Ng, 2010). This reflected an urgent need to 
improve palliative care services in Singapore. 
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Palliative care and home hospice care 
Palliative care focuses on improving the QoL of patients and their families facing the 
problem associated with life-threatening illnesses by dealing with their physical, 
psychosocial, and spiritual issues (World Health Organization, 2009). A palliative 
care team is multidisciplinary, which primarily consists of a physician, nurse, medical 
social worker, and chaplain (Brumley et al., 2007; Gade et al., 2008).  
 
Many terminally ill persons around the world desire to die at home if given the choice 
(Higginson & Sen-Gupta, 2000). In the United States of America, approximately 
three-quarters of terminally ill persons are cared for by family caregivers at home 
(Wolff, Dy, Frick, & Kaspere, 2007). In Taiwan, the percentage is even higher (90%) 
(S. T. Tang, Li, & Chen, 2008). The desire for terminally ill persons to die at home is 
also strongly apparent in Singapore (G. Ng, 2010). When terminally ill persons desire 
to die at home, the family is their first line of support. 
 
Being an Asian country, family members in Singapore are expected to care for the 
terminally ill person at home due to the Confucian ideal of filial piety (S. T. Tang, et 
al., 2008). A study found that the home-based terminally ill persons enjoyed higher 
QoL, better overall physical health, and lower depression scores compared with those 
who were hospitalised (Peters & Sellick, 2006). In addition, home caregivers enjoyed 
higher QoL and found positive meaning in providing caregiving compared to hospital 
caregivers, despite the stress from caregiving (S. T. Tang, et al., 2008). 
 
Home hospice care provides palliative care to terminally ill persons and their family 
members at their home environment (Singapore Hospice Council, 2008a). Home 
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hospice services are not only crucial for terminally ill persons. Studies have suggested 
that hospice service has a positive effect on caregivers’ experience with caregiving, 
improved caregivers’ satisfaction with their caregiving role, and maintained QoL of 
caregivers despite the pressures from caregiving (Fleming et al., 2006; Goddard, 1993; 
McMillan, 1996). A study suggested that caregivers who received hospice care had 
better QoL than caregivers who did not receive such service (McMillan & Mahon, 
1994). It is thus critical to ensure that good home hospice care is provided to those in 
needed. The home hospice team plays a pivotal role in supporting patients and their 
family members in the home setting. 
 
Home hospice services in Singapore 
In Singapore, home hospice care is available for people who are terminally ill, and 
have a prognosis of 12 months or less (Agency for Integrated Care, 2009). However, 
75% of terminally ill persons who are referred to home hospice care do not survive 
more than three months (A. Ramaswamy, personal communications, November 23, 
2013). The terminally ill person could have a cancer or non-cancer diagnosis. 
Terminally ill persons with non-cancer diagnoses could include those with end-stage 
diseases such as end-stage liver failure, end-stage renal failure, Alzheimer’s disease, 
advanced chronic obstructive pulmonary disease (COPD), acquired 
immunodeficiency syndrome (AIDs), motor neuron disease, stroke, and end-stage 
heart failure. Patients’ primary physician is the person who makes referral for patients 
to receive home hospice service. 
 
There are seven organisations which provide home hospice services in Singapore – 
HCA Hospice Care, Assisi Hospice, Metta Hospice Care, Singapore Cancer Society, 
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Agape Methodist Hospice, Dover Park Hospice, and Agency for Integrated Care 
(Agency for Integrated Care, 2013a; Singapore Hospice Council, 2008b). All of the 
home hospice organisations accept terminally ill persons with advanced cancer and 
other end-stage diseases. The exceptions are Agency for Integrated Care which caters 
specifically to terminally ill persons with advanced COPD and end-stage heart failure 
(Agency for Integrated Care, 2013a), and Dover Park Hospice home care which caters 
to terminally ill persons who were previously cared for in the inpatient hospice, and 
would like to pass away at home (Dover Park Hospice, 2011).  
 
All the home hospice organisations provide free-of-charge services to terminally ill 
persons regardless of age, religion, ethnicity, nationality, and financial status. They 
are considered Voluntary Welfare Organisations (VWOs), which means that they are  
non-profit organisations which provide welfare services for the community (Ministry 
of Social and Family Development, 2013). The organisations are mainly funded by 
charity bodies, and partly by the government. 
 
A typical home hospice team in Singapore consists of a physician, nurse, and medical 
social worker. A primary nurse is assigned to the patient who will provide regular 
weekly to monthly home visits. During the visit, the nurse typically focused on 
providing care for the patient. The nurse would teach caregivers the necessary skills 
and knowledge to provide physical care for the patient, and to manage pain and other 
symptoms. The nurse might also provide psychosocial support for caregivers such as 
counselling if the caregiver required. A doctor would accompany these visits 
occasionally to provide regular check-ups, or when patients’ condition requires 
attention from the doctor. The primary nurse could refer the patient or the caregiver to 
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the medical social worker (MSW) if they require additional social, emotional, or 
spiritual support. Non-medical volunteers may be assigned to some families who 
would like to have a befriender visit, or contact them on a regular basis for social and 
emotional support. On top of these regular visits, patients and caregivers have access 
to a 24/7 helpline if they require any help or information. A healthcare professional 
from the home hospice answers the helpline. The healthcare worker offers 
consultation or conduct home visit if the need arises. As most caregivers are working, 
they might not be able to meet with the hospice nurse who visits them during regular 
working hours. Hence, these caregivers would not receive psychological and 
emotional support from the hospice nurse, which could be a service gap. 
 
The largest home hospice organisation in Singapore is the HCA Hospice Care, which 
cares for an average of 3,500 terminally ill persons annually (HCA hospice Care, 
2013). Singapore Cancer Society cares for an average of 360 terminally ill persons 
annually (R. Nga, personal communications, May 14, 2013). Assisi Hospice served a 
total of 671 terminally ill persons in 2011 (Assisi Hospice, 2011). Agape Methodist 
Hospice served 199 terminally ill persons in 2012 (R. Ho, personal communications, 
May 16, 2013). Metta Home Hospice served 153 terminally ill persons between April 
2012 to March 2013 (S. B. Amir, personal communications, May 27, 2013).  
 
In HCA Hospice Care, 95% of their terminally ill persons had advanced cancer (A. 
Tan, personal communications, May 31, 2013). Assisi Hospice estimated that 80% of 
their terminally ill persons had advanced cancer (H. C. Lim, personal communications, 
May 28, 2013). Metta hospice reported that 71% of their terminally ill persons had 
advanced cancer, between April 2012 to March 2013 (S. B. Amir, personal 
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communications, May 27, 2013). Singapore Cancer Society estimated that 90% of 
their terminally ill persons had advanced cancer (R. Nga, personal communications, 
May 14, 2013). Agape Methodist Hospice reported that 72% of their terminally ill 
persons had advanced cancer in 2012 (R. Ho, personal communications, May 16, 
2013).  
 
The statistics from the home hospice organisations reflected that a large majority of 
peoples receiving home hospice care had advanced cancer, and non-cancer patients 
formed the minority. The high population of people with advanced cancer could be 
attributed to cancer being the leading cause of death globally, accounting for 7.6 
million deaths (13% of all deaths) (Globocan, 2008). 
 
In Singapore, cancer is the leading cause of death in the country (Ministry of Health, 
2012) . The mean annual number of people being diagnosed with cancer has also been 
on the rise from 9,963 to 11,445, from 2007 to 2011 (National Registry of Disease 
Office, 2013). It was also reported that 23,594 Singaporeans and Singapore 
permanent residents died from cancer from 2007 to 2011. The literature suggests that 
the illness trajectories of cancer and non-cancer patients were different (Lunney, Lynn, 
Foley, Lipson, & Guralnik, 2003; Teno, et al., 2001). People with cancer experienced 
sharper declines in their functional status during their last months of life, and their 
prognoses were more predictable as they were likely to pass away within months after 
showing signs of physical weaknesses. People with non-cancer diagnosis had more 
gradual declines and their prognosis was less predictable.  
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Because of the sharp decline, caregivers of a person with advanced cancer could 
experience greater burden as they have to cope with the increasing demands on 
physical care and negative emotions generated from patients’ sudden change in 
physical state. For patients with non-cancer diagnosis, caregivers could have more 
time to cope with the physical and emotion care demands, but could face different 
challenges such as having to care for the person for a longer period of time. Due to 
the differences in illness trajectories, the needs of the caregivers could differ. Thus, 
there is a need to improve caregivers of people with advanced cancer who form the 
majority of care recipients in home hospices.  
 
Caregivers’ QoL and needs of caregivers 
QoL is an important outcome indicator in palliative care (Skeel, 1998; World Health 
Organization, 2010). It is thus essential to understand caregivers’ QoL and the factors 
that influence their QoL. Studies on caregivers’ QoL have been conducted in both 
Asian (S. T. Tang, et al., 2008) and Western contexts (Axelsson & Sjödén, 1998; Gill, 
Kaur, Rummans, Novetny, & Sloan, 2003; McMillan, 1996; McMillan & Mahon, 
1994). Caregivers’ QoL was found to be influenced by their socio-demographic 
characteristics (W. Tang, 2009; Weitzner, McMillan, & Jacobsen, 1999), social 
support (W. Tang, 2009), and personal coping resources (S. T. Tang, et al., 2008).  
 
To understand the predictors of caregivers’ QoL and the changes of caregivers’ QoL 
in their caregiving journey, there is a need for longitudinal studies so that changes can 
be observed over time (Kitrungrote & Cohen, 2006). However, few longitudinal 
studies have been conducted to understand the predictors of change in caregivers’ 
QoL, and in Asian context, only one has been conducted in Taiwan (S. T. Tang, et al., 
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2008). Thus there is a need for more studies on the predictors of caregivers’ QoL. The 
knowledge generated from such studies could provide insights on the factors 
influencing caregivers’ QoL, and interventions which targeted these specific areas 
could be developed to improve caregivers’ QoL. 
 
Meeting the various needs of caregivers could also lead to improvements in 
caregivers’ QoL. Some qualitative studies have identified that caregivers had 
informational, supportive, and educational needs for the practical day-to-day care of 
the terminally ill person. They also needed to know how to communicate with the 
terminally ill person, and ways to cope with their emotions (Aoun, Kristjanson, 
Currow, & Hudson, 2005; Bee, Barnes, & Luker, 2009; Docherty et al., 2008). Some 
qualitative studies have been conducted on the needs of caregivers. To the best of the 
researcher’s knowledge, only one has been conducted in the Asian context – Hong 
Kong (Mok, Chan, Chan, & Yeung, 2003). Due to cultural differences, the needs of 
caregivers in Singapore or other Asian context could differ from the Western context. 
More studies are required to understand Asian family caregivers’ needs in order to 
develop cultural appropriate interventions that meet their needs. 
 
Psychoeducation interventions for caregivers 
It was suggested that psychoeducation interventions benefited caregivers by 
improving caregivers’ QoL (McMillan et al., 2006), helping caregivers have a 
positive perception of their role (Hudson, et al., 2005), increasing caregivers’ 
preparedness, competence, reward ratings, and reducing unmet needs (Hudson, 
Aranda, & Hayman-White, 2005; Hudson, Thomas, Quinn, Cockayne, & Braithwaite, 
2009). In recent years, some psychoeducation interventions have been developed 
	   11 
(Hudson, et al., 2010). However, a review of psychoeducation interventions for 
family caregivers concluded that the psychoeducation intervention for caregivers was 
still at its infancy stage, and more of such interventions needed to be developed 
(Hudson et al., 2010). 
 
Psychoeducation interventions for caregivers typically provided caregivers with 
knowledge and skills on caregiving, helped caregivers cope with the emotional 
aspects of caregiving, and taught caregivers self-care strategies (Cameron, Shin, 
Williams, & Stewart, 2004; Hudson, et al., 2005; Kwak, Salmon, Acquaviva, Brandt, 
& Egan, 2007). Caregivers were also taught to focus on the positive gains of 
caregiving, instead of dwelling on negative aspects, and to mitigate the negative 
impact of caregiving (Hudson, et al., 2005; Kwak, et al., 2007).  
 
Literature suggested that improving communication between caregiver and patient 
was important in improving the quality of their relationship (Coeling, Biordi, & Theis, 
2003; Yeh, Wierenga, & Yuan, 2009). However, this aspect has not been included in 
most psychoeducation interventions (Hudson, et al., 2005; K. Walsh et al., 2007). 
This could be a component of future psychoeducation interventions.  
 
The majority of the available psychoeducation intervention studies was conducted in 
Western countries, and none has been conducted in the Asian context. It is not known 
what psychoeducation content would be essential, and whether psychoeducation 
interventions would be acceptable to Asian family caregivers. It is thus important to 
develop an intervention that tailors for the needs of the Asian culture, and to evaluate 
its effectiveness.  
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Apart from the intervention content, there is room for improving the delivery method 
of these psychoeducation interventions. Previous interventions had mainly used 
traditional methods such as face-to-face sessions, written materials, and telephone 
follow-ups. There is a need to explore the use of technology such as videos (Clark and 
Lester, 2000; Gallagher-Thompson, et al. 2010; Williams et al. 2010) and/or online 
forums (Ferguson, 1997; Klemm & Noland, 1998) to provide support for caregivers.  
 
In the area of cancer and palliative care, self-efficacy strategies have been used in 
caregivers and patients to enhance symptom management (Given et al., 2006; Kurtz, 
Kurtz, Given, & Given, 2005), but not in managing the psychosocial aspects of care. 
Bandura (1997) defined self-efficacy as people’s perceptions of their capabilities to 
cope with unpredictable and stress producing situations. It is affected by people’s 
behaviour, motivation, and emotional reactions. Bandura proposed four strategies to 
increase self-efficacy – personal mastery, vicarious experiences, verbal persuasion, 
and physiologic feedback (Bandura, 1986). These strategies could be beneficial in 
enhancing caregivers’ coping, obtaining social support, and communication between 
caregiver and patient. 
 
The literature suggested knowledge gaps in caregivers’ interventions (Harding & 
Higginson, 2003; Hudson, et al., 2010). These included the lack of psychoeducation 
interventions developed within the Asian context, the need to improve content and 
delivery methods of psychoeducation interventions, and studies that used rigorous 
methodology to evaluate psychoeducation interventions for caregivers (Harding & 
Higginson, 2003; Hudson, et al., 2010). 
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Research questions, aim, objectives, and hypotheses 
The following are the research questions of this study: 
1. What are the changes in QoL, and the factors that influenced the QoL of 
family caregivers providing care for a person with advanced cancer at home? 
2. What are the experiences of family caregivers caring for a person with 
advance cancer at home? 
3. Can the newly developed psychoeducation intervention have positive 
outcomes on family caregivers? 
 
Aim 
The aim of the study was to understand the QoL of family caregivers, to explore the 
experience of family caregivers, and to develop and evaluate the effectiveness of a 
psychoeducation intervention, entitled ‘Caring for the Caregiver Programme (CCP)’, 
for family caregivers providing care for an adult with advanced cancer at home with a 
prognosis of 3-12 months. 
  
The specific objectives were to: 
1. Assess the changes in caregivers’ QoL and social support, from the baseline to 
eight weeks later, of primary family caregivers;  
2. Examine the relationship between QoL, social support, caregiver socio-
demographic characteristics, and patient socio-demographic characteristics 
and clinical data; 
3. Examine the predictors of QoL; 
4. Describe the experience of family caregivers caring for a person at home 
hospice care; 
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5. Develop an intervention for family members caring for an adult with advanced 
cancer at home; 
6. Examine the feasibility of the intervention; 
7. Examine the differences in QoL, social support, stress and depression, self-
efficacy, closeness between caregiver and patient, positive gains of caregiving, 
and knowledge among family caregivers between the intervention and 
standard care groups over time (T1 [baseline], T2 [week 4], and T3 [week 8]); 
and 
8. Explore caregivers’ perception of the benefits and limitations of the CCP. 
 
This study consisted of two phases. Phase 1 aimed to understand the changes in 
caregivers’ QoL over time, the predictors of caregivers’ QoL, and the experiences of 
family caregivers (objectives 1 to 4). In phase 2, a psychoeducation programme 
(CCP), was developed based on phase 1 results and literature. This evidence-based 
psychoeducation intervention CCP was implemented and evaluated (objectives 5 to 8). 
 
The hypotheses for phase 1 study were: 
1. QoL of caregivers changed (increased or decreased) from baseline to 8th week; 
2. Social support of caregivers changed (increased or decreased) from baseline to 
8th week; 
3. QoL of caregivers was influenced by caregivers’ socio-demographic 
characteristics (gender, age, marital status, race, religion, relationship to the 
patient, financial status, education status, household income per capita, 
presence of chronic illness, household income per capita, duration of 
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caregiving, access to live-in domestic helper), involvement in caregiving, and 
caregiver social support; and 
4. QoL of caregivers was influenced by patients’ socio-demographic 
characteristics and clinical data (age, gender, religion, diagnosis, months since 
diagnosis, duration with home hospice, and functional status). 
 
The hypotheses for phase 2 study were: 
When compared with the control group who received standard care, family caregivers 
in the intervention group who received the CCP over time (T1, T2 & T3) would have 
statistically significant: 
1. Improved quality of life; 
2. Higher social support satisfaction and social support number; 
3. Reduced stress and depression; 
4. Increased self-efficacy in self-care;  
5. Increased closeness with patient; 
6. Increased positive gains in caregiving; and 
7. Increased knowledge on ACP, community resources, and managing death of 
patient. 
 
Operational definitions  
Terminally ill person: A terminally ill person is defined as one with active and 
malignant diseases that cannot be cured, and in which the disease is expected to result 
in death. This includes people with advanced cancer and other end-stage diseases 
(Anderson, Anderson, & Glanze, 1994; Leow & Chan, 2011). 
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Advanced cancer: Advanced cancer is defined as a person diagnosed with end-stage 
cancer and the cancer is incurable (National Cancer Institute, 2014; S. T. Tang, et al., 
2008). 
 
Caregiver: A caregiver is an unpaid family member or friend who helps an ill person 
with the physical care and management of a disease (Hileman, Lackey, & Hassanein, 
1992). This study focused on caregivers who are family members of a person with 
advanced cancer.  
 
Palliative care: Palliative care refers to the concept of medical care that focuses on 
comfort care. It focuses on improving the QoL of patients and their families facing the 
problem associated with life-threatening illness by dealing with their physical, 
psychosocial, and spiritual issues (World Health Organization, 2009).  
 
Hospice care: Hospice care describes the care provided to terminally ill persons 
(Singapore Hospice Council, 2008a). Hospices use the concept of palliative care to 
provide care for the terminally ill persons. Hospice care can take place in the person’s 
home, or an inpatient hospice setting. This study focused on hospice care in the home 
setting.  
 
Quality of life: Quality of life (QoL) is the subjective satisfaction with life (The 
Economist, 2005). In this study, QoL referred to the health-related quality of life, and 
includes a person’s physical and psychological well-being (World Health 
Organization, 1996).  
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Psychological well-being: In this study, psychological well-being is measured by 
stress and depression. Stress and depression are measured as these are experienced by 
most caregivers (Aoun, Kristjanson, Hudson, et al., 2005). 
 
Self-efficacy: Self-efficacy is defined as “people's beliefs about their capabilities to 
produce designated levels of performance that exercise influence over events that 
affect their lives” (Bandura, 1994, p. 71). This suggests that people have the ability to 
execute actions that influence events which would affect their lives. 
 
Social support: Social support refers to the physical, emotional, and informational 
help received. Social support was found to be associated with well-being during 
stressful and non-stressful times of a person’s life (S. Cohen & Wills, 1985). 
 
Significance of the study 
Short-term significance 
The findings from phase 1 study would add to the knowledge and understanding of 
the factors that could lead to improvement on caregivers’ QoL in the Asian context, 
and to understand the needs of caregivers. The findings could be used to build 
interventions that target the needs of the caregivers. 
 
The psychoeducation intervention (CCP) in this study was developed based on local 
evidence. It was expected that the intervention would meet the needs of Singapore 
caregivers. From the intervention, caregivers would learn various stress management 
techniques, managing emotions, seeking social support, and communication with the 
patient. Hopefully, the intervention could help reduce caregivers’ stress, negative 
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emotions, and enhance positive appraisals of caregiving. Further, the intervention 
could help improve communication and relationships between caregivers and the 
person with advanced cancer, and enable the caregiver and person with advanced 
cancer experience increased closeness during the patient’s final days.  
 
Long-term significance 
The intervention developed from this study would benefit both caregivers and the 
persons with advanced cancer. If the psychoeducation intervention (CCP) is effective, 
caregivers could experience less exhaustion, burnout, and negative emotions from 
caregiving as they learn to cope with the stress and negative emotions. Hopefully, the 
QoL of caregivers would be enhanced. When caregivers had a better appraisal of the 
caregiving, it might also lead to a reduction of inpatient hospitalisation, and person 
with advanced cancer could fulfill their wish of dying at home.  
 
The psychoeducation intervention (CCP) developed from this study could be used as 
a routine intervention in current hospice services. This would add to the list of 
available psychosocial interventions for caregivers. The intervention could also be 
later extended to benefit caregivers of a person with advanced cancer but not 
receiving home hospice care, caregivers of a person with early stage cancer, and 
caregivers of a non-cancer person. 
 
To the best of the researcher’s knowledge, this is the first study of its kind in 
Singapore and the region that evaluates a psychoeducation intervention for family 
caregivers of a person with advanced cancer. This study provides empirical 
knowledge on predictors of QoL of family caregivers. It also provides empirical 
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support for the feasibility, acceptability, and effectiveness of a psychoeducation 
intervention for family caregivers. The intervention could be further improved based 
on the present findings, and evaluated at other centres in the Asian and other regions. 
Future studies could also test the intervention on caregivers of persons with various 
diseases types and stages. 
 
Overview of the thesis 
Chapter one has provided the background of the study, and explained the significance 
of this study. Chapter two examines extant literature pertaining to the stress and 
burden of caregiving, QoL of caregivers, needs and experiences of caregivers, 
psychoeducation interventions for caregivers, methods of delivery for 
psychoeducation interventions, self-efficacy theory, and the framework for the study. 
Chapter 3 describes the methodology used for the phase 1 study, including the 
research design, setting, sample, data collection, data analysis, and ethical 
considerations. Chapter 4 presents the quantitative and qualitative results of the phase 
1 study. Chapter 5 discusses phase 1 study results with support from literature. 
Chapter 6 describes the methods for the phase 2 study including the development of 
the CCP, research design, setting, sample, data collection, data analysis, and ethical 
considerations. Chapter 7 presents the quantitative outcomes of the phase 2 study, and 
the qualitative evaluation on the impact of the intervention. Chapter 8 discusses the 
results for the phase 2 study with support from literature. Finally, chapter 9 
summarises the two phases, and concludes the study. 
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Chapter 2 Literature review 
 
Introduction 
This chapter provides a discussion on the existing literature on the development of a 
psychoeducation intervention for family caregivers of a person with advanced cancer. 
The review will begin by describing the stress and burden experienced by caregivers. 
The definition of quality of life (QoL) will be provided, and studies on the QoL of 
family caregivers in hospice and palliative care will be discussed. The review will 
explore the needs, and experiences of family caregivers. A review on the 
effectiveness of psychoeducation interventions for family caregivers in palliative and 
hospice care, and methods of intervention delivery will be conducted. Theories which 
were used to guide psychoeducation interventions, and the self-efficacy theory will be 
discussed. Finally, the theoretical framework of the study will be presented. 
 
Search strategies 
The electronic databases including CINAHL, PubMed, PsycINFO (Ovid), Scopus, 
SpringerLink, and ScienceDirect were used to search for relevant literature. The 
search included published literature in English from January 1990 to December 2013. 
Both quantitative and qualitative studies were included. Initial search terms used were 
advanced care plan, cancer, caregiver, caregiver-patient relationship, communication, 
end-of-life, family, face-to-face session, home, hospice, intervention, online forum, 
palliative care, psychoeducation, quality-of-life, rewards, self-efficacy, telephone 
follow-up, terminally ill, and video. Various combinations of search terms were also 
used to identify papers which were relevant to this study and review. During the 
conduct of the search, consideration was given to the diverse terminology used in 
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literature and the spelling of keywords as these two factors might influence the 
identification of relevant studies. A hand search was conducted on reference lists and 
bibliographies of retrieved papers. Finally, a total of 83 journal papers, 7 books, and 5 
healthcare related reports were reviewed. 
 
Stress and burden 
Caregiver stress and burden have often been documented in the literature as 
caregiving task often results in additional responsibilities on the caregivers’ daily life, 
and occupies the caregivers’ time, energy, and attention. Two quantitative cross-
section studies have explored caregivers’ stress and burden (Brazil, et al., 2003; C. W. 
Chan & Chang, 1999). One study in Hong Kong aimed to understand the stress in 
hospice caregivers (C. W. Chan & Chang, 1999). The study surveyed 26 caregivers 
on their stress, and found that 65% of the caregivers were at high risk for developing 
negative stress outcomes. This study highlighted that caregivers were at high risk for 
developing stress. Psychoeducation interventions need to be developed to prevent 
caregiver stress, and to help caregivers cope with the stress. Limitations in this study 
could lie in the small sample size, resulting in the low generalisability in findings. 
 
Brazil et al. (2003) surveyed 151 bereaved caregivers in Canada (129-586 days after 
the patient died) who cared for a patient who received community palliative care, on 
their burden. Results from the outcome measure revealed that caregivers scored low 
in the burden scale, and the study concluded that caregivers experienced substantial 
burden from caregiving. However, a pitfall of this study lay in the surveying of 
bereaved caregivers (Brazil, et al., 2003). The retrospective design of the study could 
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lead to bias as caregivers’ perceived burden of the caregiving situation could change 
after the caregiving ordeal was over.  
 
The two aforementioned studies have provided insights to the stress and burden of 
caregivers (Brazil, et al., 2003; C. W. Chan & Chang, 1999). Caregiving placed 
substantial stress and burden on caregivers, and caregivers were at risk for developing 
negative stress outcome. Hence, interventions need to be developed to help caregivers 
cope with these stress and burden. 
 
Caregiver burden was found to have a negative impact on caregivers’ psychological 
well-being (Grov, Fossa, Sørebø, & Dahl, 2006; S. T. Tang & Li, 2008). S.T. Tang 
and Li (2008) conducted a cross-section study in Taiwan on the factors that were 
associated with depressive symptoms in caregivers of a person with advanced cancer. 
From the results of 253 caregivers, the study found that caregiver burden predicted 
depressive symptoms. Another study on the impact of caregiver burden on anxiety 
and depression was conducted in Norway (Grov, et al., 2006). A cross-section study 
was conducted, and 175 caregivers of terminally ill persons in the palliative phase 
were surveyed. Using path analysis, two models were constructed. The first model 
supported the relationship between caregiver burden and depression. In the second 
model, anxiety and depression were the mediators between caregiver burden and 
caregiver physical health, patient symptoms, and social provision. This study 
concluded that depression played the most important role in caregiver burden, and 
mediated other factors such as anxiety, caregiver physical health, patient’s physical 
symptoms, and social provision. These two studies suggested that the burden of 
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caregiving had a negative impact on caregivers’ psychological well-being (Grov, et al., 
2006; S. T. Tang & Li, 2008). 
 
A qualitative study in the United States (US) was conducted to develop a model on 
stressors in caregivers of patients with end-stage diseases (Waldrop, Kramer, Skretny, 
Milch, & Finn, 2005). The study found that caregiver stress could be broadly 
categorised into primary stressors and secondary stressors (Waldrop, et al., 2005). 
Primary stressors arose from the caregiving tasks, such as the personal care of the 
terminally ill person, instrumental tasks, and managing change in the terminally ill 
person’s physical state. Secondary stressors resulted from family-role conflicts, work 
conflicts, and financial strain. These primary and secondary stressors were also faced 
by caregivers in other studies (Pearlin, Mullan, Semple, & Skaff, 1990). 
 
In addition to the primary and secondary stressors that were typical to general 
caregiving, Waldrop et al. (2005) identified stressors that were unique to the 
caregiving of terminally ill people. These stressors were near-acute care, executive 
functioning, and final decision making. Near-acute care referred to the intensified 
caregiving tasks that caregivers had to manage - multiple simultaneous needs due to 
the terminally ill person’s fluctuating physical state. Handling the fluctuating state of 
the terminally ill persons was stressful for caregivers as they were often unprepared to 
handle these fluctuations. As the terminally ill persons began to lose their ability to 
manage their affairs. Having to manage the terminally ill persons’ affairs meant that 
caregivers were required to do extra ‘work’ which they did not have to do before the 
persons fell ill, which could have added to their stress. Finally, caregivers had to 
discuss with the terminally ill persons on their final decision making, which included 
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advance directives, making decisions on their funeral, and writing a will. Caregivers 
found it a source of stress as they were sometimes at a loss of what to do and they 
were unsure of the procedures to carrying out these tasks (Waldrop, et al., 2005). This 
study highlighted the additional needs of caregivers who were caring for terminally ill 
persons. These include the management of the terminally ill persons’ fluctuating 
physical state, personal affairs, and final decision making. Hence, in developing 
psychoeducation interventions for caregivers of terminally ill persons, these stressors 
that were specific to caregivers of terminally ill persons have to be taken into 
considerations. 
 
A quantitative study also found that caregiving tasks was a predictor of caregiver 
burden (Brazil, et al., 2003). Using logistic regression and multivariate regression, 
Brazil et al. (2003) found that higher activities of daily living (ADL) needs of the 
terminally ill persons was the major predictor of caregivers’ burden. As a result of 
substantial increase in a terminally ill persons’ physical care needs during the last 
three months of life, their caregivers could experience higher burden. Caregivers 
might need increasing support during the final phase of patients’ life when the 
terminally ill persons began to decline physical. 
 
Patients’ physical state could influence caregivers’ burden. Andrews (2001) 
conducted a cross-section study on the relationship between caregivers’ burden and 
patients’ symptom distress on caregivers of people with advanced cancer on 30 
caregiver-patient dyads in the US. The study reported that there was a positive 
correlation between symptom distress in the person with advanced cancer and 
caregiver burden. Caregivers of a person who displayed more signs of symptoms 
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distress experienced higher burden. Hence, good management of patients’ symptoms 
could play a key role in reducing caregivers’ burden.  
 
In addition to the amount of ADL needs of the terminally ill person and levels of 
patients’ symptom distress, C. W. Chan and Chang (1999) found that caregivers’ 
perceived difficulty of caregiver tasks influenced their stress levels. Caregivers who 
perceived the caregiving tasks as being more difficult experienced higher stress levels. 
This suggested the importance of imparting adequate caregiving skills and knowledge 
to caregivers. When caregivers have the skills and knowledge required to manage 
patients’ symptoms and perform the caregiving tasks, they might perceive the task as 
less difficult. Patients could also experience less symptom distress which might result 
in lower stress level in family caregivers.  
 
Despite the stress from caregiving, Waldrop et al. (2005) found that caregivers’ 
resources such as social support and religious and faith practices could help to 
mediate both primary and secondary stressors from caregiving. Goldstein et al. (2004) 
examined both current and bereaved caregivers in their study on caregiving burden in 
the US. A cross-section survey on 206 caregivers was conducted. Using multivariable 
analysis, caregivers with lower social network were found to report higher burden. 
This supported findings from Waldrop et al. (2005) that social support could help 
mediate caregivers’ stress and burden. 
 
A systematic review was conducted to understand the factors that influenced 
caregivers’ burden, stress, and strain in caring for a terminally ill person (Leow 
& Chan, 2011). Seven papers were included in the review. The review 
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concluded that caregiver characteristics (gender, age, face, financial status, 
employment status, health status, and duration of caregiving), patient 
characteristics (caregiving demands of the terminally ill person, and diagnosis 
of the terminally ill person), social support, and caregivers’ personal protective 
resources (self-efficacy, reframing, and intrapsychic resources), influenced 
caregivers’ perceived caregiving burden, stress, and strain. Although caregiving 
could lead to stress and burden, the review found social support and developing 
personal protective resources could mitigate the negative impacts. Thus, 
intervention could help caregivers develop personal protective resources to  
cope with the stress, burden, and strain from caregiving. 
 
Both quantitative and qualitative studies concurred that physical care of the 
terminally ill person had an impact on their stress and burden (Brazil, et al., 
2003; C. W. Chan & Chang, 1999; Waldrop, et al., 2005). Burden of caregiving 
could have a negative impact on caregivers’ psychological well-being (Grov, et 
al., 2006; S. T. Tang & Li, 2008). Although caregiving can result in stress and 
burden, studies found that coping strategies such as social support, religious and 
faith practices, and caregivers’ personal protective resources (Leow & Chan, 
2011; Waldrop, et al., 2005) could protect caregivers from the negative impact 
of caregiving. Hence, it could be important to help caregivers acquire these 
coping strategies and protective resources so that they could manage their stress 
and burden. 
 
Studies on stress and burden of caregivers have largely been conducted in Western 
countries (Andrews, 2001; Brazil, et al., 2003; Grov, et al., 2006), and only one was 
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conducted in an Asian country (C. W. Chan & Chang, 1999). More studies need to be 
conducted in other Asian countries to understand their sources stress and burden, 
which could differ from those expressed in the Western context.  
 
Methodological weakness have also been observed in the studies. A cross-section 
design was used in all the quantitative studies (Andrews, 2001; Brazil, et al., 2003; C. 
W. Chan & Chang, 1999; Goldstein, et al., 2004; Grov, et al., 2006), which did not 
allow for the exploration of change in caregivers’ stress and burden over time. 
Limitations in sampling was attributed to small sample sizes was also observed in two 
studies (Andrews, 2001; C. W. Chan & Chang, 1999), and no power calculations was 
used in all studies (Andrews, 2001; Brazil, et al., 2003; C. W. Chan & Chang, 1999; 
Goldstein, et al., 2004; Grov, et al., 2006). Future studies should attempt to address 
these methodological issues by conducting longitudinal studies, and use power 
sampling to determine sample sizes for the studies.  
 
QoL of caregivers 
QoL is a measurement of people’s subjective life-satisfaction, and QoL is often used 
as an indicator of people’s satisfaction with life (The Economist, 2005). To measure 
QoL, two types of QoL indicators have been identified – global QoL and health-
related quality of life (HRQoL). Global QoL measures the general satisfaction with 
one’s life (Nuamah, Cooley, Fawcett, & McCorkle, 1999), while HRQoL measures 
perception of health, and includes physical, psychological, and social domains (Testa 
& Simonson, 1996).  
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In the area of health, the World Health Organisation (WHO) has defined QoL as 
“individuals' perceptions of their position in life in the context of the culture and value 
systems in which they live and in relation to their goals, expectations, standards and 
concerns” (World Health Organization, 1996, p. 5). HRQoL is being regarded as an 
important measure of health outcomes (Skeel, 1998). As healthcare professionals seek 
to evaluate the impact of their care, QoL is used as one of the key indicators for 
evaluation. This is especially so in end-of-life care as the hospice endeavours to 
improve the QoL of terminally ill people and their caregivers (Stewart, Teno, Patrick, 
& Lynn, 1999; World Health Organization, 2009). As hospice services aim to 
improve QoL of the caregivers, it is thus important that interventions for caregivers 
are targeted at this area.  
 
QoL consists of both objective and subjective aspects (Day & Jankey, 1996; Haas, 
1999). The objective aspects of QoL includes physical functioning and economic 
factors, while the subjective aspects include attitudes, feelings of well-being, and the 
ability to achieve personal goals. Since QoL measures individuals’ perception and 
satisfaction, people in similar conditions may experience very different QoL (Testa & 
Simonson, 1996).  
 
Studies on QoL of family caregivers in hospice and palliative care  
Studies have been conducted to compare the QoL of normal samples and caregivers 
(Grov, Dahl, Moum, & Fossa, 2005; McMillan & Mahon, 1994). McMillian and 
Mahon (1994) compared the QoL of caregivers of terminally ill persons with cancer 
with non-caregivers in the US. Hundred and thirty participants were recruited, of 
which 68 were caregivers and 62 were non-caregivers. The Caregiver Quality of Life 
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Index (CQLI) and Hospice Quality of Life Index (HQLI) were used to measure 
caregivers’ QoL. The study found that caregivers had lower QoL than those of non-
caregivers in the overall scores, and in the emotional, social, and physical domains.  
 
Grov et al. (2005) conducted a study in Norway to compare the QoL of norm samples 
with caregivers of persons with advanced breast or prostate cancer in the late 
palliative phase with a prognosis of more than four months. The study recruited 96 
primary caregivers, and outcome measures were obtained at baseline and 4th week. 
QoL scores of non-caregivers were obtained from previous study. QoL was measured 
using the Short-Form 36 (SF-36). The results showed that the physical component 
summary (PCS) of both men and women caregivers were statistically higher than the 
non-caregiver sample. For the mental component summary (MCS), men of the 
caregiver sample scored lower than the non-caregiver sample, but there was no 
difference for women.  
 
Although McMillian and Mahon (1994) found that caregivers had poorer QoL 
compared with non-caregivers, Grov et al. (2005) found that only the MCS for men 
was lower than the non-caregivers. Findings from these two studies suggested that 
both physical and mental aspects could be negatively impacted by caregiving, and 
interventions need to be developed to help caregivers cope with both aspects. 
 
Another study compared the QoL of caregivers of a person receiving curative 
treatment and palliative care (Weitzner, McMillan, et al., 1999). QoL was measured 
using the Caregiver Quality of Life Index - Cancer (CQOLC) and SF-36. The study 
found that caregivers in the palliative group had poorer CQOLC, and poorer PCS in 
	  	   30 	  
SF-36 than those in curative treatment group, though there was no significant 
difference in MCS of the SF-36. This highlighted the differences between caregivers 
of those receiving curative and palliative treatment. Caregivers of palliative patients 
might require more help compared with those receiving curative treatment.  
Further, Weitzner, McMillan et al. (1999) found that poorer CQOLC in caregivers 
from the palliative group was attributed to poorer functional status of the person with 
advanced cancer, which was measured by the Eastern Cooperative Oncology Group 
Performance Status Rating (ECOG-PSR). Poorer PCS scores were also associated 
with caregivers’ lower education level. The findings suggested an association between 
patients’ functional status, caregivers’ demographic characteristics, and caregivers’ 
QoL. 
 
Longitudinal studies have been conducted to understand changes in caregivers’ QoL 
over time, and the predictors of caregivers’ QoL. McMillan and Mahon (1994) 
conducted a longitudinal survey in the US within 48 hours upon admission to hospice 
care and at 4th week with 68 primary caregivers (not limited to family members) of a 
person with advanced cancer. The CQLI was used to measure caregivers’ QoL. Upon 
admission, caregivers’ QoL was found to be average (mean=61.5, SD=21.5, over a 
total of 100). From admission to 4th week, a slight increase in CQLI scores was 
observed for caregivers of responding patients (alert and orientated), but significant 
decline was observed in caregivers of non-responding patients (debilitated or 
comatose). This suggested that patients’ physical condition might affect caregivers’ 
QoL. Overall there was no significant difference in QoL from admission to 4th week, 
and the researchers concluded that hospice services helped to stabilise caregivers’ 
QoL. At both baseline and follow-up QoL measures, the social domain scored the 
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highest, and financial domain scored the lowest. This reflected that caregiving had the 
least impact on caregivers’ social well-being, and had the greatest impact on their 
financial well-being. There was no relationship between caregivers’ QoL and the 
Karnofsky Performance Scale scores of the person with advanced cancer, which 
showed that functional status of the person with advance cancer did not affect their 
QoL. Limitations in the study lay in its small sample size and lack of sample 
calculation. Further, high participant dropout was observed in the study as only 28 
(41%) participants completed the follow-up measures at the 4th week. It limited the 
conclusions that could be drawn from the results. Participant dropout was attributed to 
death of the patient, which suggested that most people with advanced cancer have a 
short prognosis after admission to hospice.  
 
McMillan (1996) conducted another longitudinal survey in the US. The CQLI was 
used to measure caregivers’ QoL within 48 hours upon admission to hospice care and 
at 4th week in 118 primary caregivers of adults of with advanced cancer. At baseline, 
caregivers’ mean QoL was found to be average (64.5%), with moderate variability 
(21.0%). At 4th week after admission, no significant change was found in caregivers’ 
QoL scores when compared with baseline, which showed that caregivers’ QoL 
remained stable at 4th week. At both baseline and follow-up measures, the social well-
being subscale scored the highest, and physical well-being scored the lowest. This 
differed from the previous study (McMillan & Mahon, 1994) where financial well-
being scored the lowest. Similar to earlier findings (McMillan & Mahon, 1994), there 
was no relationship between functional status of the person with advanced cancer and 
QoL of the caregivers. High participant dropout was also observed in the study, only 
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72 out of the 118 participants (61.0%) completed the follow-up. The dropout was also 
attributed to the death of the patient (McMillan & Mahon, 1994).  
 
To understand the QoL of caregivers who were providing care for a person receiving 
home hospice care, Gill et al. (2003) measured caregivers’ QoL every two weeks 
using a self-developed QoL tool named the Linear Analogue Assessment Scale 
(LASA). Fifty-eight primary family caregivers enrolled in the study. The study found 
that caregivers’ QoL remained stable over time which concurred with McMillan and 
Mahon (1994) and McMillan’s (1996) studies. 
 
A study was conducted in Sweden on QoL of cancer persons and their spouses in 
palliative home care (Axelsson & Sjödén, 1998) using the Assessment of Quality-of-
life at the End-of-Life (AQEL) on 37 patients and their spouses. The spouses 
completed the AQEL at monthly intervals until the patient died. The results found that 
spouses’ QoL worsened during the last month of the cancer person’s life which was 
related to patients’ increased need for physical assistance. Further, a statistically 
significant increase was found in patients’ need for help with hygiene/dressing and 
caregivers’ insomnia in the final six weeks of the patients’ life when compared to 7-
12 weeks before patients’ death. The findings of Axelsson and Sjödén’s (1998) study 
concurred with previous studies that the functional decline of the person with 
advanced cancer could impact caregivers’ QoL (Weitzner, McMillan, et al., 1999). 
Axelsson and Sjödén’s (1998) study, however, had small sample size and low 
participation rate. They reported 74 potential participants, but 20.3% (n=15) died 
prior to the follow-up, 20.3% (n=15) declined to participate, and one participant was 
excluded for analysis. The participants’ follow-up rate was also poor. Seventeen 
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(45.9%) couples only completed the questionnaires prior to the final six weeks of 
patients’ life, 12 (32.4%) couples only completed in the final six weeks, and eight 
(21.6%) for both periods. The findings revealed the difficulties in conducting 
longitudinal follow up study for patients with advanced cancer. 
 
Most of the reviewed studies on the QoL of caregivers were conducted in Western 
countries. To the best of the researcher’s knowledge, there was only one study 
conducted in an Asian country – Taiwan, identified from this literature review (S. T. 
Tang, et al., 2008). The study aimed to investigate the determinants of caregivers’ 
QoL who were caring for a person with advanced cancer. The CQOLC was used to 
measure caregivers’ QoL. Outcome measures were obtained from 167 caregivers 
every two weeks until the patient passed away. Caregivers’ QoL declined from a 
mean of 85.19 (over a total of 140) 180 days prior death of patient, to 76.76 from 1-30 
days prior to death of patients. Similar to a previous study (Axelsson & Sjödén, 1998), 
results also showed that caregivers’ QoL declined as the terminally ill person 
approached death. Using the generalised estimation equation, caregivers’ of patients 
with higher symptom distress and higher caregiving burden had poorer QoL. 
Caregivers with higher confidence in caregiving and higher sense of coherence had 
higher QoL (S. T. Tang, et al., 2008). The findings suggested that increasing 
caregivers’ self-efficacy could help to enhance caregivers’ QoL. Thus, interventions 
for caregivers should help to increase their self-efficacy to enhance their QoL. 
Although this study was conducted in Taiwan, the results might not be generalised to 
other Asian region due to socio-cultural differences. 
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Cross-section studies have also been conducted to understand the predictors of 
caregivers’ QoL. Meyers and Gray (2001) conducted a cross-section survey in the US 
on the QoL of 44 primary caregivers (family members or friends) of patients who had 
received hospice care for at least two weeks. The study was guided by the stress 
process model (Pearlin, et al., 1990) which suggested that caregivers’ background 
could influence their primary stressors, secondary stressors, intrapsychic stressors, 
mediators of stress, and outcome experience. The CQOLC was used to measure 
caregiver QoL. Caregivers’ mean QoL was reported to be 84 (SD=1.4) (over a total of 
140), which suggested caregivers experienced average QoL. Using multivariate 
regression, the results suggested that retired caregivers, and people living in a state 
that had a larger population, had higher QoL. Caregivers who had been in the 
caregiving role for a greater number of years, living in less densely populated areas, 
or caring for a patient with terminal neurologic disease, reported lower QoL. 
Caregivers’ social support and patients’ functional status were not found to be a 
predictor of QoL in the study. Limitations of the study included the small sample size, 
and the cross-section design which did not allow for follow-up. The small sample size 
was attributed to difficulties in recruiting caregivers due to reasons such as “no 
caregiver available”, “instability of patient’s condition”, “late referral with imminent 
death”, “patient in nursing home”, “family in crisis”, and most infrequently, “family 
receptivity”. These factors could pose barriers to studies on caregivers of hospice 
patients, and should be taken into consideration during recruitment (Meyers & Gray, 
(2001). 
 
Another cross-section survey was conducted by W. Tang (2009) in the US on home 
hospice caregivers’ QoL. A conceptual framework (Stewart, et al., 1999) was adapted 
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to guide the study which proposed that patient factors, and structure and process of 
care affected outcomes of care. Sixty family caregivers of cancer and non-cancer 
patients who had been enrolled for 14 days or longer in hospice service were recruited 
from two home hospice programmes. QoL was measured using the CQOLC. The 
QoL scores were reported to be average (mean=80.1 over 140, SD=15.5). Within the 
CQOLC subscales, burden was found to score the lowest, and financial concerns 
scored the highest. Multiple regression analysis showed that caregivers with higher 
education level, better physical health status, greater spirituality, and more qualitative 
and quantitative social support, had better QoL. Caregivers with higher education 
status had better QoL which was similar to findings from Weitzner, McMillan, et al. 
(1999). Contrary to the findings of Meyers and Gray’s (2001) study, social support 
was found to predict QoL in this study. The study reported 85 potential participants, 
but 22 (25.9%) did not agree to participate in the study, and three withdrew from the 
study as their loved one was actively dying or had died. Limitations of this study 
included small sample size and sample calculation was not reported. 
 
Weitzner and McMillan (1999) attempted to revalidate the CQOLC on primary family 
caregivers of home hospice patients. A cross-section study was conducted on 238 
caregivers. The study reported an average mean CQOLC score of 85.1 over a total of 
140 (SD=20.5), and higher variability (range: 45-133). ECOG-PSR had no impact on 
CQOLC scores, which was similar to the studies by Meyers and Gray (2001), 
McMillan (1996), and McMillan and Mahon (1994) which found that patients’ 
functional status did not influence caregivers’ qoL. The study also concluded that the 
CQOLC was suitable to be used on caregivers of home hospice patients. 
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An literature review of 28 studies on the QoL of family caregivers of patient with 
cancer (Kitrungrote & Cohen, 2006) concluded that there was a lack of a theoretical 
framework in most studies. The review found only two studies reported the use of a 
framework to guide their studies, and both were cross-section studies (Meyers & Gray, 
2001; W. Tang, 2009). The frameworks used were the stress process model (Pearlin, 
et al., 1990) and a conceptual framework which proposed that patient factors, and 
structure and process of care affected outcomes of care (Stewart, et al., 1999). The 
review recommended conducting more longitudinal studies guided by theoretical 
framework to aid the selection of study variables and to explain the knowledge behind 
the findings. The knowledge generated from the studies could further help in building 
the theory on caregivers’ QoL. 
 
The present literature review found that a wide range of tools had been used to 
measure caregivers’ QoL (Axelsson & Sjödén, 1998; Meyers & Gray, 2001; S. T. 
Tang, et al., 2008; W. Tang, 2009). These tools included the SF-36 (Grov, et al., 
2005; Weitzner, McMillan, et al., 1999), CQLI (McMillan, 1996; McMillan & Mahon, 
1994), CQOLC (Meyers & Gray, 2001; S. T. Tang, et al., 2008; W. Tang, 2009; 
Weitzner & McMillan, 1999), and self-developed tools such as the AQEL (Axelsson 
& Sjödén, 1998) and LASA (Gill, et al., 2003). The diverse QoL measures could be 
attributed to the subjectivity of QoL and the lack of an agreed definition to measure 
QoL (Nicholl, Lincoln, Francis, & Stephan, 2001). The diversity in tools used in 
various studies has made it difficult to compare QoL results across studies 
(Kitrungrote & Cohen, 2006).  
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Despite the wide range of QoL tools available, the present literature review found that 
the CQOLC was the most frequently used tool. The CQOLC had good reliability and 
validity reported (Edwards & Ung, 2002). A QoL study on primary hospice 
caregivers of a patient with cancer (n=108) (Weitzner & McMillan, 1999) found that 
the CQOLC had significant convergent validity with the MCS of the SF-36, Beck’s 
Depression Index (BDI), State-Trait Anxiety Scale (STAI), and Caregiver Burden 
Scale (CBS). It has high significant divergent validity with the Multidimensal Scale of 
Perceived Social Support (MSPSS). The CQOLC could be used in future studies to 
measure QoL of hospice caregivers as it is a well-validated tool.  
 
Although some studies used the CQOLC to measure QoL, these studies reported only 
the overall QoL scores, but not subscales scores (Meyers & Gray, 2001; S. T. Tang, et 
al., 2008; Weitzner & McMillan, 1999). Thus, the readers could not compared the 
subscale scores across studies, and could not have an in-depth understanding of the 
different domains of caregivers’ QoL. Future studies should report subscales scores 
on top of overall QoL scores to enable a deeper understanding of caregivers’ QoL. 
 
Studies found that caregivers of patients who were not in terminal stage could have 
better QoL than those who cared for patients who were at terminal stage (Grov, et al., 
2005; Weitzner, McMillan, et al., 1999). The results also suggested the provision of 
hospice care could possibly help stabilising QoL (McMillan, 1996; McMillan & 
Mahon, 1994). It is thus important to understand patients’ condition and services 
which patients and caregivers received when interpreting the findings. 
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In this review, most studies on caregivers of a terminally ill person (Meyers & Gray, 
2001; W. Tang, 2009; Weitzner & McMillan, 1999) reported that caregivers had 
moderate QoL with large variability. This large variability hinted that some caregivers 
were not able to cope well with their caregiving role, and experienced poor QoL. It 
emphasised the importance of developing interventions to improve QoL of caregivers, 
especially for those whose QoL were heavily impacted by the caregiving role.  
 
Methodological weakness in the majority of the reviewed studies included, small 
sample sizes, lack of sample size calculation, and weak research designs such as 
cross-sectional methods (Axelsson & Sjödén, 1998; Meyers & Gray, 2001). Future 
studies should conduct sample size calculation to ensure that there is sufficient power 
to detect significant differences in outcomes, and to conduct longitudinal studies. 
More longitudinal studies should be conducted to allow researchers to encapsulate the 
real-time changes in QoL of caregivers, and the factors influencing such changes.  
 
Although longitudinal studies are important to understand the change in caregivers’ 
QoL during their caregiving journey, the high attrition rates in many of such studies 
were observed (Axelsson & Sjödén, 1998; Gill, et al., 2003; McMillan, 1996; 
McMillan & Mahon, 1994). This highlighted the difficulties in conducting 
longitudinal research on caregivers of terminally ill patients. Future studies need to be 
aware of potential problems with attrition, and to include this in the sample size 
calculation. 
 
Although some longitudinal studies have been conducted in both Asian (Taiwan) (S. 
T. Tang, et al., 2008) and Western contexts (Axelsson & Sjödén, 1998; Gill, et al., 
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2003; McMillan, 1996; McMillan & Mahon, 1994), most studies only measured the 
change in caregivers’ QoL over time and the impact of the patients’ function status on 
caregivers’ QoL (Gill, et al., 2003; McMillan, 1996; McMillan & Mahon, 1994). Few 
studies sought to understand caregivers’ demographical and psychological factors that 
might influence changes in caregivers’ QoL (S. T. Tang, et al., 2008; W. Tang, 2009). 
Studies on the predictors of QoL are needed so that interventions that aimed to 
improve QoL of caregivers could target those factors. 
 
The reviewed longitudinal studies measured QoL with different frequencies and 
duration. Two studies had one follow-up four weeks after the baseline (McMillan, 
1996; McMillan & Mahon, 1994). Three studies had multiple follow-ups every two 
(Gill, et al., 2003; S. T. Tang, et al., 2008) or every four weeks (Axelsson & Sjödén, 
1998), and outcome measures were obtained from the caregiver until the person they 
were caring for passed away (Axelsson & Sjödén, 1998; Gill, et al., 2003; S. T. Tang, 
et al., 2008). Most studies concluded that caregivers’ QoL remained stable (Gill, et al., 
2003; McMillan, 1996; McMillan & Mahon, 1994). Two studies reported that QoL of 
caregivers’ only deteriorated when the patient was approaching death (Axelsson & 
Sjödén, 1998; S. T. Tang, et al., 2008). The relatively stable QoL of caregivers 
suggested that QoL could be measured at larger intervals. 
 
There were some evidences supporting associations between caregivers’ QoL and 
caregiver characteristics, social and psychological factors, and patients’ caregiving 
demands and functional status. On caregivers’ characteristics, two studies found that 
caregivers with lower education level had poorer QoL (W. Tang, 2009; Weitzner, 
McMillan, et al., 1999). Other caregiver characteristics that were found to be 
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associated with higher QoL included better physical health status (W. Tang, 2009), 
living in places with larger populations and retired caregivers (Meyers & Gray, 2001). 
Caregivers who had been in the caregiving role for a greater number of years, and 
caregivers living in less densely populated areas reported lower QoL (Meyers & Gray, 
2001).  
 
The relationship between caregiver social support and QoL was contentious as one 
study found that that high social support (W. Tang, 2009) was associated with better 
QoL, but another study found that social support had no influence on perceived QoL 
(Meyers & Gray, 2001). Caregivers’ personal resources that had been found to be 
associated with higher QoL included greater spirituality (W. Tang, 2009), higher 
sense of coherence, and higher confidence in caregiving (S. T. Tang, et al., 2008).  
The relationship between patients’ functional status and QoL was largely studied, but 
results were ambiguous as some studies found that poorer patients’ functional status 
led to poorer caregivers’ QoL (Weitzner, McMillan, et al., 1999) while others found 
that there was no significant difference (McMillan, 1996; McMillan & Mahon, 1994; 
Meyers & Gray, 2001; Weitzner & McMillan, 1999). Some studies found that 
patients’ characteristics such as high caregiving demands (Axelsson & Sjödén, 1998), 
high symptom distress (S. T. Tang, et al., 2008) and patients diagnosed with terminal 
neurologic disease were associated with poorer caregivers’ QoL (Meyers & Gray, 
2001). The difference in factors associated with QoL could be due to the studies being 
conducted in different countries. Cultural and socio-economic factors might influence 
factors that have an impact on QoL. There is a need to conduct more studies to 
examiner the relationship between QoL and caregiver characteristics, social and 
psychological factors, and patients’ caregiving demands and functional status. A 
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theoretical model should be used to guide the study to enable a better understanding 
of the relationship between the proposed factors. 
 
The present literature review found no study has been conducted in Singapore on QoL 
of caregivers of persons with advanced cancer. Singapore is a multiethnic society. 
The needs of caregivers could be different from that in other parts of Asia, for 
example, Taiwan or Hong Kong which are mono-culture societies. Thus there is a 
need to conduct such study to understand the QoL of caregivers in Singapore, and a 
targeted intervention could be developed to help these caregivers.  
 
Needs and experience of family caregivers  
Knowledge on the needs and experiences of caregivers is important to help develop 
psychoeducation interventions for caregivers, and to ensure that the intervention meet 
the caregivers’ needs. This section presents a review on the needs and experiences of 
family caregivers. The section begins by reviewing studies on caregivers’ 
psychological well-being, social support and knowledge needs. This is followed by a 
review on caregiving rewards, caregiver-patient relationship, and knowledge on 
advance care planning (ACP). 
 
Psychological well-being, social support, and knowledge 
Qualitative and quantitative studies have been conducted to understand the needs and 
experiences of family caregivers in the area of palliative care. These experiences 
included the impact of caregiving, negative emotions experienced, coping strategies, 
and positive aspects of caregiving.  
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Grbich et al. (2001) conducted a qualitative study on the emotions and coping 
strategies of family caregivers of hospice patients with advanced cancer in Australia. 
It was a longitudinal qualitative case study which interviewed 20 current caregivers 
every three to six months. The study found that caregivers’ emotions were constantly 
shifting between positive and negative experiences. Positive emotions arose from the 
lengthy death process which enabled caregivers to engage in activities with the 
patients and create events which they would not have done so without the illness. 
Caregivers were happy to be able to enjoy quality time with the patient despite the 
exhaustion from caregiving. However, a wide range of negative emotions were also 
expressed by caregivers - extreme physical and mental exhaustion, family conflicts, 
frustration from managing multiple tasks, limited personal space from the large 
numbers of visitors, and feeling helpless when witnessing patients’ deterioration. 
Caregivers without family members or close friends experienced loneliness during the 
caregiving. Caregivers of terminally ill persons also felt unsure on how they would 
cope with the patients’ death. Caregivers engaged in both indoor and outdoor 
activities depending on their interest and abilities as sources of relaxation to cope with 
the caregiving burden. This study highlighted that caregivers were constantly shifting 
between both positive and negative emotions. Future studies should seek to uncover 
both positive and negative emotions during the caregiving experience. 
 
Proot et al. (2003) in the Netherlands interviewed 13 caregivers of terminally ill 
people with life expectancy of three months or less who were receiving palliative care 
at home. Caregiving placed physical burden on the caregiver and restricted 
caregivers’ activities. Caregivers also experienced mental burdens because of multiple 
tasks of caregiving. Feelings of insecurity arose from the fluctuating patients’ 
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condition and being unsure of the patients’ dying wishes. Caregivers expressed fear 
when facing the impending death of the patient. Appreciation from the patient, 
instrumental and emotional support from family members, and emotional, 
informational, and continuity of care from healthcare providers, were found to be 
important resources to help caregivers coping with the caregiving situation. 
Caregivers also learnt to set their own limits on their involvement in caregiving to 
maintain control of the situation. Proot et al.’s (2003) study recommended that 
interventions to help caregivers should include improving social support for 
caregivers. Limit setting could also be a method of coping as caregivers often tried to 
give everything they could to the patient (Munck, Fridlund, & Mårtensson, 2008).  
 
Hudson et al. (2004) interviewed 47 current caregivers in Australia on the positive 
aspects and challenges in caring for a dying relative at home. The challenges included 
their own ill health, lack of skill, and lack of support from health care professionals, 
family causing additional stress, patient’s deterioration, and no time for self. Despite 
the negative aspects of caregiving, 60% of the caregivers acknowledged positive or 
beneficial aspects of caregiving. This study emphasised that caregiving could be a 
positive experience, even though it has been associated with much negativity. 
 
One Asian study from Hong Kong (Mok, et al., 2003) interviewed 24 bereaved 
caregivers of hospice patients with a cancer diagnosis who died within six months to a 
year before the study. Caregivers experienced mental and physical fatigue during the 
caregiving. However, caregivers did not find this fatigue a major concern nor a 
subjective burden as they prioritised the patient over themselves. Although the 
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caregivers did not find this fatigue a concern, teaching caregivers self-care is 
important as prolonged fatigue could be harmful to caregivers’ health.  
 
Caregivers found it emotionally challenging to cope with the grief and impending loss 
of the patient, and those feelings lasted throughout the whole caregiving process (Mok, 
et al., 2003). The caregivers described their paradoxical and ambivalent feelings about 
the patients’ impending death as they did not want the patient to suffer nor die. Some 
caregivers managed to acquire peace of mind in letting go, knowing that they could 
not control the situation. The participants also expressed positive gains from 
caregiving, such as change in worldview on life and relationships (Mok, et al., 2003). 
These positive gains were similar to Hudson et al.’s (2004) study. 
 
Munck et al. (2008) interviewed nine bereaved family caregivers who had enrolled in 
the palliative care service within the past 18 months in Sweden. Caregivers expressed 
that they had lost their personal freedom as they had to be available day and night to 
care for the patient. Over time, caregivers became exhausted because of the 
caregiving burden. However, they accepted the burden as they felt that it was natural 
and wanted to meet the patients’ wishes. This study added that negative emotions 
such as guilt could arise when caregivers felt that they had not provided enough help 
for the patient or neglected their own family because of the caregiving for the patient. 
They were frustrated by not having enough time for their own families because of the 
heavy caregiving load. Caregivers expressed that they needed professional support 
and reported losing control of the caregiving situation when they lacked medical 
information (Munck, et al., 2008). This highlighted the importance of support from 
healthcare workers. Caregivers also need to be taught to strike a balance between 
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caregiving and their families to reduce their guilt and frustrations. Further, medical 
information should be provided to caregivers to enable them to feel in control of the 
caregiving situation. Munck et al.’s (2008) study interviewed bereaved caregivers. 
The retrospective experiences of caregivers could be different from their real-time 
since the physical burden of caregiving has been lifted. 
 
To understand the needs of family caregivers of cancer patients receiving palliative 
care, Harding et al. (2012) interviewed 20 current caregivers. Similar findings on the 
needs for medical knowledge and support from healthcare workers were reported. In 
the area of medical knowledge, caregivers specified that they lacked knowledge and 
information on community resources, ways to manage common problems and 
physical symptoms, and potential problems that might occur. Caregivers also felt the 
need to be visible in the eyes of healthcare workers as the focus was often on the 
patient. They wanted emotional support from healthcare workers. Apart from the 
support from healthcare workers, caregivers expressed that they needed support from 
other caregivers, and suggested setting up caregiver support groups. This study 
highlighted the importance for healthcare workers to provide support for caregivers. 
Support groups for caregivers could be one of the supportive strategies for caregivers. 
 
Osse et al. (2006) surveyed 76 informal caregivers in the Netherlands on their 
problems and needs. The top problems faced by caregivers were fear of the 
unpredictable future and accepting patients’ disease. The study found that 65% of 
caregivers experienced fatigue. The most common needs of caregivers were 
information on what physical problems they could expect, and expectations for the 
future. These echoed findings from Harding et al.’s (2012) study which reported that 
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caregivers needed information on potential problems. The study also suggested that 
written information was important on top of verbal information to enable caregivers 
to re-read the information. Hence, interventions for caregivers need to include 
information on the potential problems to expect during caregiving, and hard copy of 
the information should be given. 
 
Osse et al.’s (2006) study also found that younger caregivers (below age 60) had more 
problems than older caregivers (above 60), especially in the area of instrumental and 
emotional support. The study suggested that younger caregivers might need more 
support compared with older caregivers.  
 
L. O’Connor et al. (2009) conducted a mixed method study in Australia on the unmet 
needs of caregivers receiving palliative home care services using surveys and focus 
groups. Former caregivers and current caregivers were recruited. Survey data revealed 
that caregivers were not satisfied with the home care services because of lack of 
continuity in care due to frequent change of staff who visited, lack of individual time 
with home care staff, and inadequate provision of information. Caregivers wanted 
individual time with the home care staff as they felt that the focus was often on the 
patient and the staff neglected caregivers’ needs, which was similar to findings from 
Harding et al.’s (2012) study. Such findings highlighted that healthcare professionals 
should place more emphasis on the caregivers so that they feel being supported. 
Further, L. O’Conner et al.’s  (2009) study found that caregivers had difficulties of 
being a caregiver, and believed that it would be beneficial to have a caregiver who 
had gone through similar experience to share with them. Thus, including former 
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caregivers in caregiver support groups could be useful to allow sharing between 
former caregivers and current caregivers.  
 
Aoun, Kristjanson, Hudson et al. (2005) conducted a literature review and national 
study in Australia on the experiences and needs of caregivers. All caregivers of 
bereaved patients were invited to submit their stories and experiences on caregiving, 
and organisations were invited to submit publications or research data. The findings 
suggested that caregivers found providing physical care and maintaining employment 
challenging. Caregivers experienced adverse health effects due to neglect of self. Also, 
caregivers had reduced social and personal activities, which echoed findings from 
Munck et al. (2008) and Proot et al.’s (2003) studies. Negative emotions such as guilt, 
fear, frustration, anger, resentment, anxiety, depression, roller coaster emotions, loss 
of control, and a sense of inadequacy were also reported (Aoun, Kristjanson, Hudson, 
et al., 2005). These reflected the wide range of negative emotions caregivers could 
experience. Despite the negative impact of caregiving, some caregivers found the 
caregiving rewarding. Caregivers also reported needs for information and education 
on patients’ condition, practical support, and available services. Caregivers would like 
to have better communication with health professionals and better coordination of 
services, financial support, flexible working arrangement, specialised counselling 
services, and community recognition to their hard work and sacrifice in being a 
caregiver.  
 
The majority of the above mentioned studies were qualitative studies (Aoun, 
Kristjanson, Hudson, et al., 2005; Grbich, et al., 2001; Hudson, 2004; Mok, et al., 
2003; Proot, et al., 2003) with only one quantitative study (Osse, et al., 2006) and one 
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mixed method study (L. O'Connor, et al., 2009). More mixed method and quantitative 
studies are needed to quantify the needs and experiences of caregivers. Mixed method 
studies are important as they allow data triangulation between quantitative and 
qualitative methods. Findings from one method could be used to support the other 
method, for example, the qualitative findings could be used to support the quantitative 
findings and vice versa. Also, divergent findings could be uncovered from a mixed 
method study, and the reasons behind the divergence could be explored (Deacon, 
Bryman, & Fenton, 1998). 
 
Funk et al.’s (2010) systematic review of 105 qualitative studies on home-based 
family caregiving of terminally ill people reported caregivers experienced negative 
emotions such as fear, dread, anger, guilt, regret, anxiety, grief, helplessness, and 
hopelessness. The terminal nature of the patients’ diagnosis and patient deterioration 
contributed to these negative emotions. Caregiving task was physically demanding 
and affected caregivers’ physical health. Despite the negative impact of caregiving, 
some caregivers described their experiences as positive or rewarding. Caregivers 
coped with strategies such as seeking spiritual help and engaging in spiritual activities, 
maintaining hope and positivity, avoidance, focusing on the current caregiving, and 
maintaining control and setting limits. Caregivers needed both formal and informal 
support such as instrumental, emotional, and informational, which helped with their 
coping. These coping strategies could be incorporated into interventions for 
caregivers. 
 
The methodological challenges identified from the studies in this systematic review 
(Funk et al, 2010) included the lack of specificity in patients’ condition, varying 
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diagnosis types, and difference in services received by the participants. The varying 
patient group and services received by the caregivers could influence their needs and 
experiences of caregiving. Further, some studies integrated results from multiple 
samples such as patients and healthcare professionals, which could result in the loss 
of the unique caregiver experience in their findings. Thus difficult to draw a 
conclusion on caregivers’ experience from the review. Also, the systematic review 
only included qualitative studies, which could have provided a more comprehensive 
review on home-based caregiving of terminally ill persons. 
 
Docherty et al. (2008) also conducted a qualitative systematic review on 34 papers, 
and the review focused on the knowledge and information needs of informal 
caregivers in palliative care. The review found that caregivers needed information on 
physical care of the patient, such as relieving patients’ pain and symptoms, and 
disease-related information. Further, they needed information on community 
resources such as palliative care, social welfare, psychological issues, and spiritual 
care. While most studies have focused on the informational and supportive needs of 
caregivers, this was the first review which highlighted the need for communication. 
Caregivers reported the need to communicate with healthcare professionals 
(Docherty, et al., 2008). Caregivers desired the ability to talk freely about the patients’ 
disease, and to feel comfortable raising up difficult issues. However, there was often 
insufficient time given for discussions, and number of meetings with health 
professionals were few. Hence, there is a need to have time set aside for caregivers to 
communicate with healthcare professionals, so that caregivers can express their 
concerns.  
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Bee et al. (2009) conducted a systematic review on informal caregivers’ needs in 
providing home-based care to terminally ill people with cancer. Twenty-six 
quantitative and qualitative studies were included in the review. The review 
concluded that caregivers had informational, supportive, and educational needs. 
Informational needs included pain and symptom management, physical care 
information, equipment, and emergency measures. The review reported that 
caregivers were in favour of information given in written materials, which supported 
findings from Osse et al. (2006). Hence, information for caregivers could also be 
provided in written form. In addition, caregivers also emphasised the importance of 
physical and psychological help (Bee, et al., 2009). Deficits in meeting caregivers’ 
needs often led to burnout, exhaustion, emotional problems, and difficulty in 
providing the physical care for patients. This emphasised the importance of meeting 
the needs of caregivers to ensure the well-being of caregivers, so that they would be 
able to provide physical care for patients. 
 
Of all the reviewed studies, only one Asian study from Hong Kong was found (Mok, 
et al., 2003). It is important to conduct more studies in the Asian region to understand 
the experiences of Asian caregivers as there could be cultural specific issues that 
surface from the study. This would allow interventions to be tailored specifically to 
their culture and needs. 
 
From this present review, most studies interviewed bereaved caregivers (Aoun, 
Kristjanson, Hudson, et al., 2005; Mok, et al., 2003; Munck, et al., 2008; L. O'Connor, 
et al., 2009; Proot, et al., 2003), except four studies which interviewed current 
caregivers (Grbich, et al., 2001; Harding, et al., 2012; Hudson, 2004; Osse, et al., 
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2006). Although it is important to understand the views of bereaved caregivers, Funk 
et al. (2010) argued that the retrospective accounts of bereaved caregivers could 
reflect higher positivity than current caregivers. Hence, there is a need to conduct 
studies on current caregivers to understand their real-time experiences. 
 
All the reviewed studies on the experiences of caregivers reported that caregiving had 
a negative impact on caregivers’ physical health (Grbich, et al., 2001; Hudson, 2004; 
Mok, et al., 2003; Munck, et al., 2008; Osse, et al., 2006; Proot, et al., 2003) and 
neglected their own health (Aoun, Kristjanson, Hudson, et al., 2005). Hence, it is 
important that caregiver interventions should aim to enhance caregivers’ self-care 
strategies to ensure that caregivers know how to care for themselves. 
 
The reviewed studies reported that caregivers experienced negative emotions during 
the caregiving process. Emotions such as grief and loss were common because of the 
terminal nature of the patient’s illness (Funk, et al., 2010; Grbich, et al., 2001; Proot, 
et al., 2003) and patient’s physical deterioration (Hudson, 2004), which could last 
throughout the caregiving journey (Mok, et al., 2003). Family conflicts added on to 
caregivers’ stress (Grbich, et al., 2001; Hudson, 2004). To manage negative emotions, 
studies recommended caregivers needed emotional support, and the literature was in 
favour of support groups and support from past caregivers (Harding, et al., 2012; L. 
O'Connor, et al., 2009).  
 
Acquisition of information could serve as a coping strategy for caregivers (Funk, et al., 
2010). Caregivers had several information needs, such as information on practical day 
to day care of the patient, relieving of patients’ pain and symptoms, medical 
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equipment, and social services (Aoun, Kristjanson, Currow, et al., 2005; Bee, et al., 
2009; Docherty, et al., 2008; Munck, et al., 2008; L. O'Connor, et al., 2009). 
Caregivers also wanted information on potential problems to prepare them for 
unforeseen circumstances (Harding, et al., 2012; Osse, et al., 2006). Caregivers 
preferred these information to be provided in written form instead of verbal form only 
so that they would be able to re-read the information (Bee, et al., 2009; Osse, et al., 
2006). Skills such as knowledge on communication was also important (Docherty, et 
al., 2008). Future interventions for caregivers have to address these needs. 
 
The present review found some caregivers were able to identify positive aspects from 
the caregiving such as having positive emotions (Grbich, et al., 2001), change in 
worldview (Mok, et al., 2003), and rewards from caregiving (Aoun, Kristjanson, 
Hudson, et al., 2005; Funk, et al., 2010; Hudson, 2004). This highlighted that 
caregiving could be a positive experience. There could be greater focus on the 
positive aspects of caregiving in caregiver intervention. 
 
Caregiving rewards 
Qualitative studies on caregivers of terminally ill persons have found that caregivers 
could find rewards from the caregiving experience (Aoun, Kristjanson, Hudson, et al., 
2005; Funk, et al., 2010; Hudson, 2004). However, to the best of the researcher’s 
knowledge, no quantitative study has studied the relationship between rewards and 
caregivers’ outcomes in the area of hospice and palliative care. Hence, a review on 
caregiving rewards was conducted on caregivers of other caregiving populations. 
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Rewards of caregiving has been studied in various caregiving populations such as 
bereaved caregivers (Sanjo et al., 2009), and caregivers of an elderly person (Picot, 
Debanne, & Namazi, 1997; Riedel, Fredman, & Langenberg, 1998). Sanjo et al. 
(2009) conducted a cross-section survey study in Japan on 298 family members of 
patients who died in regional cancer centres. The study found that higher rewards 
correlated with caregivers’ higher faith, lower education level, and higher optimism. 
Picot et al. (1997) conducted a cross-section survey study in the US on 391 
community caregivers of the elderly, and found that black caregivers and caregivers 
with lower education level had higher perceived rewards. Black caregivers reported 
higher perceived rewards when they sought spiritual support from religion and prayer, 
which further emphasised the importance of spirituality and religion on caregivers. 
These two study highlighted that religious beliefs and optimism could influence 
caregivers’ perceived caregiving rewards (Picot, et al., 1997; Sanjo, et al., 2009), 
which could be emphasised in caregiving interventions.  
 
A cross-sectional study was conducted in in US on caregivers (n=200) of post-
rehabilitation elderly patients in the community (Riedel, et al., 1998). Caregivers were 
asked to state the number of perceived caregiving rewards. The study found that 
higher caregiving rewards were associated with having received a college education, 
better caregivers’ health, younger caregivers, non-spouse caregivers, and caregivers 
who reported less caregiving difficulties. Contrary to other studies (Picot, et al., 1997; 
Sanjo, et al., 2009), this study found that higher rewards was associated with higher 
education. However, this study added that other caregivers’ factors such as health, age, 
relationship with the patient, and number of caregiving difficulties, could influence 
the perceived rewards (Riedel, et al., 1998).  
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These aforementioned studies have largely studied the association between 
caregivers’ perceived rewards and caregiver demographic characteristics, caregiving 
difficulties and spirituality (Picot, et al., 1997; Riedel, et al., 1998; Sanjo, et al., 2009). 
However, no study has been conducted on the relationship between perceived rewards 
of caregiving with other outcomes such as caregivers’ QoL, social support, stress and 
depression, and self-efficacy. It is important to study such relationships to understand 
how these outcomes influence each other. The knowledge generated from such study 
could be useful for developing caregiver interventions. The knowledge could also 
help researchers understand the role of caregiving rewards in mitigating the negative 
impacts of caregiving. 
 
Caregiver-patient relationship 
In the area of hospice and palliative care, this review found only two studies 
(Docherty, et al., 2008; Kwak, et al., 2007) that emphasised on the importance of 
caregiver-patient relationship on caregivers’ outcomes. Hence, a review of studies in 
other caregiving population was also conducted on the impact of caregiver-patient 
relationship and communication on caregiver outcomes. 
 
Docherty et al. (2008) emphasised the need for caregivers’ knowledge on 
communication with the patient so as to build good relationships. In palliative care, 
caregiver-patient communication revolved around factors such as denial, second 
guessing, previous communication styles, illness-related dialogue, and bereavement. 
Caregivers need to learn how to share disease-related information, and to facilitate a 
shared expectation of the future. With better communication, caregivers could 
perhaps experience increased closeness with the patient, with could act as a protective 
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resource from the negative impacts of caregiving. This highlighted the importance of 
including the aspect of communication in interventions for caregivers. 
 
Caregiver-patient relationship can have a positive impact on caregivers’ psychological 
well-being (Chang, Noonan, & Tennstedt, 1998; Schumacher, Stewart, & Archbold, 
2007; Wang, Shyu, Chen, & Yang, 2011; Yates, Tennstedt, & Chang, 1999). Using a 
cross-section survey on 87 family caregivers of a person with cancer in the US, 
multiple regression analyses found that the combination of high relationship quality 
and preparedness protected caregivers from mood disturbances especially when 
caregiving demands were high. When relationship quality and preparedness were low, 
caregivers had greater risk for mood disturbances even when caregiving demands 
were low (Schumacher, et al., 2007). This study highlighted that caregiver-patient 
relationship quality had an impact on the psychological aspect of caregivers, and 
protected caregivers from the demands of caregiving.  
 
In a study on caregivers of cancer patients in Taiwan, Yeh et al. (2009) found that 
better relationships reduced impact of caregiving on caregivers’ health. Thus, the 
quality of relationship could have a positive impact on caregivers’ physical health 
(Yeh, et al., 2009).  
 
Beyond studies on caregivers of a person with cancer, a study on 204 caregivers of 
disabled elders in the United Kingdom (UK) found that quality of relationship could 
potentially mediate depression using path analysis (Yates, et al., 1999). A path 
analysis in another study on 127 caregivers of disabled elders in the US also found 
that relationship quality mediated depression. (Chang, et al., 1998). The path analysis 
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also found that and relationship quality influenced role submersion (caregiver strain), 
and religious or spiritual coping influenced quality of relationship.  
 
In a cross-section study on the predictors of role strain in 119 caregivers of older 
people with dementia in Taiwan, Wang et al. (2011) further supported the finding that 
mutuality was a predictor of role strain. These study concurred that caregivers with 
higher relationship quality experienced lower strain and depression (Chang, et al., 
1998; Wang, et al., 2011; Yates, et al., 1999). Thus, there is a need to emphasise the 
importance of caregiver-patient relationship in psychoeducation interventions to 
reduce caregiver strain and depression. 
 
A systematic review of 15 studies on the impact of quality of caregiver-patient 
relationships was conducted on caregivers of dementia patients (Quinn, Clare, & 
Woods, 2009). The review also found that closer relationships were associated with 
better physical health, lower resting diastolic blood pressure, and reduced impact on 
subsequent heart rate reactivity. As studies have reported that caregiving demands can 
have a negative impact on caregivers’ QoL (Axelsson & Sjödén, 1998) and health 
(Grbich, et al., 2001; Hudson, 2004; Mok, et al., 2003; Munck, et al., 2008; Osse, et 
al., 2006; Proot, et al., 2003), interventions could include helping improve 
relationships between caregiver and patient to protect caregivers from these negative 
impacts caregiving had on caregivers’ physical health.  
 
Caregivers with closer relationships with the patient also had better problem-solving, 
task performance and social behaviours (Quinn, et al., 2009). Better problem-solving 
and task performance could lead to the patient receiving higher quality of care. This 
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suggested that helping caregivers improve their relationship with the patient could 
also have an indirect benefit on the patients. 
 
The reviewed studies have mainly focused on caregiver-patient relationship and 
caregivers’ psychological factors, strain, health, and perception on caregiving tasks. 
The studies found that caregivers who had closer relationships with the patients had 
better physical (Quinn, et al., 2009; Yeh, et al., 2009) and psychological outcomes 
(Chang, et al., 1998; Schumacher, et al., 2007; Wang, et al., 2011; Yates, et al., 1999). 
Further studies could focus on caregiver-patient relationships and other caregiver 
outcomes, such as their QoL and perceived rewards of caregiving, and to understand 
how the caregiver-patient relationship could be improved.  
 
Knowledge on ACP  
Managing patients’ wishes was found to be a stressor specific to caregivers of 
terminally ill people (Waldrop, et al., 2005). Uncertainty of patients’ wishes could 
lead to caregivers’ greater uncertainty of the future (Proot, et al., 2003). Hence, ACP 
has been developed to help caregivers understand patients’ wishes (R. H. L. Ng, 
2009), to reduce caregivers’ stress and uncertainties. 
 
ACP is defined as the “process whereby patients discuss, state, and document their 
values and wishes regarding medical care with their caregivers, in the event that they 
are incapacitated from making decisions on their own” (R. H. L. Ng, 2009, p. 93). 
This means that ACP is not a single event, and can be a continual process. Besides 
medical plans, ACP can include other non-medical aspects of terminally ill person’s 
wishes such as planning of funeral services and division of assets. ACP is typically 
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discussed with family members and healthcare professionals (Agency for Integrated 
Care, 2013b). This would enable family members to know of, and make decisions 
according to the terminally ill persons’ wishes during a crisis.  
 
A systematic review of 33 studies on the interventions studies in palliative care, 
which included studies on ACP, found that studies on ACP have largely focused on 
improving uptake of ACP and outcome impact on terminally ill persons (Lorenz et al., 
2008). Impact of ACP on caregiver outcomes have not been extensively studied. The 
systematic review found only one randomised controlled trial (RCT) study which 
evaluated the impact of ACP on family members of elderly persons (Detering, 
Hancock, Reade, & Silverster, 2010). The study was conducted in Australia, and 
outcome measures were obtained from 272 family members (133 intervention, 139 
control). The study results showed that that family members of elderly with ACP 
experienced less stress, anxiety, and depression than those who did not have an ACP. 
Especially in caring for terminally ill persons, an ACP is essential for family members 
to know the terminally ill persons’ wishes. This suggested that ACP could potentially 
which help reduce the psychological impact of caregiving as caregivers know that 
they are acting based on the terminally ill persons’ wishes (Detering, Hancock, Reade, 
& Silverster, 2010).  
 
ACP has often been provided as a sole intervention (Detering, et al., 2010; Lorenz, et 
al., 2008). However, multi-component family caregiver interventions could include 
encouraging family members discuss some of the issues in ACP with the terminally ill 
person, or to develop a full ACP with a trained ACP facilitator. As the knowledge on 
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ACP was found to be important, it could be provided as a component of an 
intervention. 
 
Effectiveness of psychoeducation interventions for family caregivers in hospice 
and palliative care 
To help caregivers coping with their caregiving task, psychoeducation interventions 
are commonly offered by healthcare professionals. Studies have been conducted to 
evaluate such interventions. Most psychoeducation interventions were tailored for 
caregivers of a person in palliative care, and included caregivers of both cancer and 
non-cancer diagnoses. These studies which included caregivers of non-cancer patients 
were also included in this review as caregivers of cancer patients generally form the 
majority of the study population. 
 
Hudson et al. (2005) evaluated the effectiveness of a psychoeducation intervention for 
family caregivers of a person receiving palliative care in Australia. The intervention 
was based on Lazarus and Folkman’s transactional model of stress and coping 
(Lazarus & Folkman, 1984), which focused on promoting positive coping strategies to 
reduce stress. The intervention was conducted over two weeks, and consisted of two 
home visits with an additional telephone follow-up between the two visits. A RCT 
design was used with 106 participants randomised to control group (n=52) who 
received standard hospice care and intervention group (n=54) who received the 
intervention plus the intervention. Outcome measures were obtained at baseline, 5th 
week, and 8th week after patient death. The study found no significant differences 
between intervention and control groups in outcomes - caregivers’ preparedness for 
caregiving, caregiver competence, anxiety and depression, mastery, and caregivers’ 
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self-care self-efficacy. The authors explained that the lack of intervention effect could 
be attributed to participants in the intervention group being asked to discuss and read 
about emotive topics such as how they could identify and respond to the imminent 
death of their relative. These contents could have increased caregivers’ anxiety, and 
decreased perception of self-efficacy, mastery, and competence. Nevertheless, the 
intervention group reported higher rewards compared to the control group, which was 
attributed to the intervention emphasising the positive aspects of caregiving. A high 
dropout rate was observed in the study – 71% completed 5th week, 42% completed 8th 
week, and 25% completed both posttests. This study suggested that interventions 
could emphasise on the positive aspects of caregiving, to help increase caregivers’ 
perceived rewards of caregiving (Hudson, et al., 2005). Limitations of the study 
included the lack of sample size calculation, the sample size was determined based on 
the number of available participants, and high attrition rate. Hence, there was 
insufficient power to detect differences in outcomes between both groups. 
 
McMillian et al. (2006) developed a psychoeducation intervention – “COPE” in the 
US based on coping and problem-solving skills. “COPE” represents Creativity 
(learning to view the problem from several perspectives), Optimism (towards the 
caregiving role), Planning (goals and steps to achieve goals), and Expert information 
(information from healthcare workers to manage the problem) to guide caregivers in 
solving problems faced with caregiving. The COPE intervention consisted of one 
face-to-face session, and supplemented with written materials. Newly admitted 
caregivers were recruited within 72 hours of admission. A three-group RCT design 
was used to evaluate the intervention. Three hundred and fifty four participants were 
randomised into the control group (n=109) who received standard hospice care, 
	  	   61 	  
supportive visit intervention group (n=109) who received standard hospice care plus 
supportive visits from the intervention nurse, and the COPE group (n=111) who 
received the COPE provided by a nurse plus standard hospice care. Outcomes were 
measured at baseline, day 16 and day 30. At day 30, significant improvement in QoL, 
reduction of burden of patient symptoms, and caregiving task burden were found in 
the COPE group. This highlighted that teaching caregivers coping skills could have 
positive effects on caregivers. Pitfalls in this study could lie in the short-term follow-
up of the intervention. Longer-term follow-ups could be conducted to understand if 
the impacts of the intervention could sustain over time. Further, high attrition rates 
were observed – 45% completed posttest 1, and 31% completed posttest 2. This was 
attributed to patient decline, death or caregiver being overwhelmed by the caregiving. 
There was significantly higher attrition amongst younger caregivers (McMillian et al., 
2006). The higher attrition in younger caregivers suggested that younger caregivers 
might be more overwhelmed by the caregiving, and were thus not interested in 
participating in the follow-up measures. 
 
Cameron et al. (2004) in Canada adopted the COPE model (MacMillan et al. 2006) 
plus teaching caregivers problem-solving techniques. The intervention also adopted 
Lazarus and Folkman’s stress appraisal and coping theory to help caregivers cope 
with the caregiving stress (Lazarus & Folkman, 1984), similar to Hudson et al.’s 
(2005) study. The intervention was delivered on a one-to-one basis when the patient 
was in the hospital attending a clinical visit for approximately one hour. A one-group 
pretest-posttest design was used, and the posttest was obtained at 4th week. Forty 
caregivers caring for a patient with advanced cancer were recruited, and 34 completed 
the follow-up measures and were included in the data analysis. Results found that 
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caregivers experienced lower tension in their emotional well-being scale, and 
marginal increase in confidence in caregiving activities and positive problem-solving 
orientation subscale in the caregivers’ confidence scale. These findings suggested that 
teaching problem-solving skills could have some benefits for caregivers. Limitations 
in this study included small sample size, and having no control group to compare if 
the improvements in scores were attributed to the intervention effect. Also, the study 
had only one follow-up at 4th week. Hence, the sustainability of the intervention effect 
was not known. 
 
Another problem-solving intervention was conducted in the US using the “ADAPT” 
model (Washington, Dermiris, Oliver, Wittenberg-Lyles, & Crumb, 2012). The 
intervention was a five-step problem-solving strategy which was worked through with 
caregivers individually: 1) Adopting a positive, optimistic attitude to problem solving; 
2) Clearly Defining the problem; 3) Generating a list of Alternative approaches to 
solving the problem; 4) Predicting consequences of each possible approach and 
selecting the one judged most likely to be effective; and 5) Trying the selected 
approach and monitoring its effects. The intervention consisted of three face-to-face 
sessions by physical meetings or video-phone, conducted over 21-30 days. The 
intervention was supplemented by a workbook on the ADAPT model and problem-
solving strategies. A qualitative design was used to evaluate the intervention. 
Interviews were conducted with 89 participants, and 76 interviews were analysed. The 
first eight interviews were excluded as reliability among the interventionists had not 
been established, and five interviews were unusable due to technical difficulties 
related to audio-recording. The findings suggested that the ADAPT helped caregivers 
reflecting on caregiving, and taught caregivers structured problem-solving. The 
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participants saw results from the intervention by having problems resolved, gained 
confidence and control, and developed a supportive relationship with the therapist. 
The limitations of the study included using only a qualitative design to evaluate the 
intervention. The quantitative outcomes of the intervention was not measured, and it 
is not known if participants had statistically significant improvements in outcomes. 
Further, only one interview was being conducted at the end of the intervention. The 
study did not monitor the longer-term effects of the intervention.  
 
Kwak et al. (2007) developed the Caregiving at Life’s End (CGLE) program using the 
Hospice Experience Model of Care in the US. The intervention aimed to improve the 
quality of caregiving experience by addressing the aspects of completion and closure. 
The strategies used were self-reflection, self-directed worksheets, and conversations 
between caregivers and care receivers. The CGLE had nine modules which included 
information on the experience of caregiving, aspects of completion and closure for the 
caregiver and patient, managing life affairs, relationships with community, personal 
relationships with patient and family members, experience of love of self and love of 
others, acceptance of the finality of life, meaning of life, and bereavement, renewal, 
and resocialisation. The CGLE was typically offered over five 90-minute sessions 
over a few weeks. The CGLE was evaluated by a one-group pretest-posttest design, 
with pre-measures obtained after the first session, and the post-measures at the end of 
the last session. Outcomes measured were the comfort with caregiving, caregiver 
closure, and caregivers gain, and there was statistically significant improvements in 
all outcomes after the intervention. The use of a one-group design with no control 
group limited the understanding if the changes found in this study were related to the 
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impact of the CGLE. Further, only one posttest measure after the intervention was 
obtained, and the long-term impact of the CGLE was not evaluated. 
 
K. Walsh et al. (2007) developed an intervention in London which focused on 
reducing emotional distress in caregivers of patient receiving palliative care. The 
intervention consisted of six individual face-to-face visits or phone calls over six 
weeks at a place convenient for the caregiver, which continued even after the patient 
died. The intervention content included strategies for self-care such as attending to 
physical health needs, need for time away from the patient in the short-term and 
longer-term, need to plan for the future, psychological health, relationships and social 
networks, relationships with health and social service providers, and finances. 
Teaching caregivers self-care strategies was important as caregivers often neglect 
themselves during caregiving (Aoun, Kristjanson, Hudson, et al., 2005). A RCT 
design with qualitative evaluation was used, and 271 participants (137 intervention 
group, 134 standard hospice care group) were recruited based on power calculations 
(K. Walsh, et al., 2007). The usual care group received specialist palliative care from 
a team of palliative specialists, while the intervention group received the intervention 
on top of the standard care. Outcomes included caregivers’ general health, caregivers’ 
strain, caregivers’ QoL, and bereavement which were measured at baseline, 4th week, 
9th week, and 12th week. No significant difference was found between groups for all 
outcomes.  
 
The authors attributed the lack of intervention effect to the intervention being too 
brief, participants receiving specialist palliative care services which rendered the 
intervention redundant, and outcome measures being insensitive to change (K. Walsh 
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et al., (2007). The authors also stated that caring for a dying relative being extremely 
stressful and no amount of support could reduce the negative impact. Nevertheless, 
the qualitative data revealed that additional emotional support was most appreciated 
by caregivers. The intervention group valued the additional information, advice or 
practical or financial help. The strength of this study was its methodological design - 
an RCT was conducted, power sampling was used, and both quantitative and 
qualitative data were collected. However, the intervention was not guided by any 
theory. There was no fixed content and strategies taught for participants to learn the 
skills for self-care. Emotional and emotional support was given based on current 
needs of caregivers during the face-to-face sessions or phone calls. Similar to 
previous studies (Hudson, et al., 2005; McMillan, et al., 2006), a high dropout rate 
was observed, which was attributed to patients’ death and caregivers’ refusal – 68% 
completed 4th week, 50% completed 9th week, and 45% completed 12th week.  
 
Harding and Higginson (2003) conducted a systematic review on 22 intervention 
studies for caregivers of a person with cancer and receiving palliative care. Of the 22 
studies, only nine studies developed interventions which were designed specifically 
for caregivers. This reflected the paucity of interventions studies that sought to meet 
the needs of caregivers. Besides the small sample size (n=9) in the reviewed studies 
which were specifically designed for caregivers, the review found that there was only 
two quasi-experimental studies. Three studies employed a single group methodology, 
and one used a facilitator feedback. Three studies were not evaluated. The review 
concluded that there is a need for more RCTs to evaluate the effectiveness of 
psychoeducation programmes for caregivers. Further, interventions varied in the type 
of support offered, length of intervention and attendance, which made it difficult for 
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comparisons among interventions (Harding & Higginson, 2003). There was also a 
lack of discussion on the impact of ethnic differences in acceptability, and 
effectiveness of the interventions. Limitations in outcome measures included few 
measures on caregivers’ outcomes, and use of untested measures. It was 
recommended that future intervention studies for caregivers need to evaluate specific 
caregivers’ outcomes and use validated instruments. 
 
In a more recent systematic review on psychosocial intervention studies for family 
caregivers of palliative care patients from 2000 to 2009, Hudson et al. (2010) found 
an increase in the quality and quantity on intervention studies when compared with 
the review conducted by Harding and Higginson (2003). Hudson et al. (2010) 
included 14 studies in the review – 12 quantitative and two qualitative studies. Of the 
12 quantitative studies, only three studies met the highest level of grading (RCT), 
which reflected a need for more rigorous intervention research in terms of the rigour 
and design. Meta-analyses could not be conducted because of heterogeneity in study 
outcomes and designs. The authors concluded that psychosocial support for caregivers 
in palliative care was still in its early stages, and more intervention studies needed to 
be conducted to confirm its effectiveness.  
 
All the psychoeducation interventions included in the aforementioned reviews were 
conducted in Western countries (Hudson, et al., 2005; Kwak, et al., 2007; McMillan, 
et al., 2006; K. Walsh, et al., 2007; Washington, et al., 2012), and none has been 
conducted in the Asian context. There is a need to build evidence on the effectiveness 
of psychoeducation interventions in Asian countries.  
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Content of the interventions also varied across studies. This heterogeneity in 
interventions was reported in the systematic review (Hudson, et al., 2010). Three 
studies taught caregivers problem-solving strategies (Cameron, et al., 2004; 
McMillan, et al., 2006; Washington, et al., 2012). Other studies included information 
provision, managing emotions, self-care skills (Hudson, et al., 2005; Kwak, et al., 
2007; K. Walsh, et al., 2007), managing life affairs, relationships with patient and 
social network (Kwak, et al., 2007; K. Walsh, et al., 2007), and acceptance of the 
finality of life (Kwak, et al., 2007). It is important that interventions developed for 
caregivers should base on their needs and research evidence. These research evidence 
could be derived from caregivers (Kwak, et al., 2007; K. Walsh, et al., 2007), 
literature reviews and theories (McMillan, et al., 2006) and healthcare professionals 
(Hudson, et al., 2005). This is to ensure that the intervention is supported from the 
literature and build upon theories, met the needs of the caregivers in which the 
intervention is intended for, and confirmed by healthcare professionals as being 
relevant in the culture and context.  
 
Although the literature has emphasised the importance of caregiver-patient 
relationship on caregivers’ psychological (Chang, et al., 1998; Schumacher, et al., 
2007; Wang, et al., 2011; Yates, et al., 1999) and physical outcomes (Quinn, et al., 
2009; Yeh, et al., 2009), the review of psychoeducation interventions for caregivers in 
palliative care found that only one intervention included the aspect of communication 
and closure with the terminally ill person (Kwak, et al., 2007). This highlighted the 
dearth of intervention studies which included this important aspect of caregiving. 
Future psychoeducation interventions could include topics such as caregivers-patient 
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communication and life review to improve relationship between caregivers and the 
patient. 
 
Qualitative studies on caregivers of terminally ill persons have found that caregivers 
could find rewards from the caregiving experience (Aoun, Kristjanson, Hudson, et al., 
2005; Funk, et al., 2010; Hudson, 2004). However, only two psychoeducation 
interventions have included the aspect of helping caregivers to focus on the positive 
aspects of caregiving (Hudson, et al., 2005; Kwak, et al., 2007). The studies have 
measured caregivers’ perceived rewards of caregiving or gain with positive results. 
Focusing on the positive aspects of caregiving, such as the rewards of caregiving 
could help mediate the negative effects of caregiving (Folkman, 1997). Thus, the 
focus on caregiving reward and gain could play an important part in psychoeducation 
interventions for caregivers. 
 
Besides the heterogeneity of interventions, different outcomes were measured in the 
reviewed studies. The outcome measures broadly included caregivers’ QoL, burden, 
confidence caregiving tasks and symptom management, psychological and emotional 
factors, self-efficacy, and bereavement. This difference in outcome measures could be 
attributed to the different aims of the intervention studies. Further, Hudson et al. 
(2005) emphasised that outcome measures need to be specific to intervention aims in 
order to measure if the intended outcome were met. 
 
The duration of the intervention, delivery method and number of sessions differed in 
all studies. They ranged from one face-to-face session (Cameron, et al., 2004; 
McMillan, et al., 2006), two face-to-face sessions and one telephone follow-up over 
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two weeks (Hudson, et al., 2005), three face-to-face sessions or by video-phone, 
conducted over 21-30 day (Washington, et al., 2012), five 90-minute sessions over a 
few weeks (Kwak, et al., 2007), and six individual face-to-face visits of phone calls 
over six weeks (K. Walsh, et al., 2007). However, given the high drop-out rate in 
follow-up studies reported in all intervention studies because of the death of the 
patients, a brief intervention might be more beneficial for caregivers.  
 
Interventions were frequently supplemented by written materials (Hudson, et al., 
2005; Kwak, et al., 2007; McMillan, et al., 2006; Washington, et al., 2012), and less 
frequently audiotapes (Hudson, et al., 2005), and PowerPoint/flipcharts (Cameron, et 
al., 2004). Written materials could be useful for information provision and were 
preferred by caregivers, as participants could keep the materials and re-read them 
when they required (Bee, et al., 2009; Osse, et al., 2006). 
 
This present review found three RCTs (Hudson, et al., 2005; McMillan, et al., 2006; 
K. Walsh, et al., 2007) two pretest-posttest studies (Cameron, et al., 2004; Kwak, et 
al., 2007), and one qualitative evaluation (Washington, et al., 2012). The dearth in 
RCT studies was also concluded from a systematic review on psychosocial 
interventions for caregivers (Hudson, et al., 2010). More RCTs are needed to evaluate 
the effectiveness of psychosocial education. In addition, qualitative evaluations 
should be conducted to evaluate the content and strategies to further improve the 
intervention (Hudson, et al., 2010).  
 
Of all the reviewed study, only one reported sample size calculation (K. Walsh, et al., 
2007). Sample calculations are important to ensure that there is sufficient power to 
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detect any changes in interventions outcome. The reviewed studies also had high 
attrition rates (Hudson, et al., 2005; Kwak, et al., 2007; McMillan, et al., 2006; K. 
Walsh, et al., 2007), which reflected the difficulties in retaining participants in this 
this caregiver population. Hence, future studies could expect higher dropout rates, and 
should take this into account during sample calculation.  
 
Studies generally conducted their post assessment tests in intervals of three to five 
weeks. Some reviewed studies measured short-term outcomes only, immediately after 
the intervention (Kwak, et al., 2007; K. Walsh, et al., 2007). There is inadequate 
research evidence to understand the longer-term impact of the intervention. Future 
studies could include additional posttests measures for a longer period of time to 
understand if intervention outcomes could be sustained over time.  
 
Delivery methods in psychoeducation interventions 
Various delivery methods have been used in psychoeducation interventions. Face-to-
face sessions supplemented with written materials and guidebooks have traditionally 
been used to deliver the content in psychoeducation interventions (Hudson, et al., 
2005; Kwak, et al., 2007; McMillan, et al., 2006; Washington, et al., 2012). Although 
the use of video as a method of delivery content is currently less common compared 
with written materials and guidebooks, studies have found that it has much potential 
as a content delivery tool (Clark and Lester, 2000; Gallagher-Thompson, et al. 2010; 
Williams et al. 2010). The development of a care plan for caregivers could also be 
beneficial in helping caregivers evaluate plans after the teaching sessions (Hudson, et 
al., 2005). Further, telephone follow-up have commonly been used to enhance 
teachings after the face-to-face sessions (Hudson, et al., 2005; Kwak, et al., 2007; K. 
	  	   71 	  
Walsh, et al., 2007; Washington, et al., 2012). There has been an increasing use of 
online medium to help providing emotional and informational support for caregivers 
who were unable to meet-up due to their caregiving responsibilities (Ferguson, 1997; 
Klemm & Noland, 1998; White & Dorman, 2001). This following sections presents 




Face-to-face sessions was the most common delivery method (Cameron, et al., 2004; 
Hudson, et al., 2005; McMillan, et al., 2006; K. Walsh, et al., 2007; Washington, et 
al., 2012). These sessions were usually used to provide information, to allow for 
discussions to tailor for individual needs, and to answer participants’ questions. 
Bandura (1977) found that self-instruction could help promote personal mastery. For 
example, coping strategies could be discussed during the face-to-face session to 
ensure that the caregivers have the knowledge. 
 
A study examined the effects of having face-to-face sessions prior to telephone 
follow-up in the US (Beebe & Tian, 2004). Twenty-four participants were recruited in 
the study, and 20 completed the six-week follow-up and included in the analyses (10 
intervention group, 10 control group). Participants in the intervention group received 
two face-to-face sessions prior to the telephone follow-up, and participants in the 
control group did not receive any face-to-face session. The study found that the 
intervention group talked significantly longer with the interventionists, and were 
twice as likely to make feeling statements during the first three telephone follow-up 
when compared with the control group. However, there was no difference between 
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both groups from the fourth telephone follow-up. This study supported that face-to-
face sessions served as a platform for the interventionist to build rapport with the 




The video as an intervention tool has been used to enhance caregivers’ coping with 
stress and negative emotions (Clark and Lester, 2000; Gallagher-Thompson, et al. 
2010; Williams et al. 2010), and to foster hope (Duggleby et al., 2007). It has been 
used for caregivers, in the area of palliative care (Duggleby, et al., 2007), elderly 
community dwellers (Clark & Lester, 2000), and mental health (Gallagher-Thompson 
et al., 2010; Williams et al., 2010). 
 
Duggleby et al. (2007) created the “Living With Hope Programme (LWHP)” to foster 
hope in caregivers of patients in a Canadian palliative home care program. In the 
LWHP, participants viewed a 17-minute international aware-winning video developed 
by the research team on caregivers describing their hope and how they fostered and 
maintained it. The researchers believed that the video would allow modelling when 
viewers identified themselves with individuals in the video and perceived that they 
were able to perform the specific tasks. The participants were asked to document their 
reflection over a period of two weeks. The feasibility of the LWHP was tested using 
quantitative and qualitative methods with ten participants. Data was collected at 
baseline, and at one and two weeks post-intervention. Open-ended qualitative 
questions were also for evaluation one and two weeks post-intervention. Quantitative 
results showed that caregivers had increased hope and QoL after the intervention. 
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Although qualitative data found that increase in hope was largely attributed to the 
journaling, the video might have played a role in motivating participants to write the 
reflective journal, and to focus on hope during the journaling. 
 
Clark and Lester (2000) used a video to teach self-care behaviour to female caregivers 
who were actively caring for an elderly dependent in the community. The study was 
conducted in the US. Hundred and two female caregivers were recruited, and 97 
completed the study. Participants were randomised into the video and face-to-face 
session, video only, or control group. The designed video for the intervention 
modelled self-care activities, and information on alternate ways of perceiving caring 
and burden. The video was developed based on the vicarious experiences strategy in 
Bandura’s (1977) self-efficacy theory that people learnt by observing others. The 
video was 23 minutes long. The control group viewed a video on holistic therapy, and 
there was no discussion after the video. Outcome measures were obtained at baseline, 
6th week and 8th week after the intervention. Results showed that the participants who 
watched the designed video (video and face-to-face session, and video only groups) 
reported immediate post-intervention effects in endorsing self-care behaviour, and 
were more likely to report sharing their positive experiences with other people on the 
caregiving after 8th week, compared to the control. This study concluded that 
modelling proposed by Bandura (1977) was key to the effectiveness of the video 
intervention. Clark and Lester (2000) also emphasised the importance a specifically 
design video to teach caregivers self-care skills.  
 
Williams et al. (2010) conducted a RCT on the effectiveness of a video-based coping 
skill intervention on Alzheimer’s disease family caregivers in the US. One hundred 
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and twenty-six caregivers were recruited, of which 59 were allocated to the 
intervention group and 57 to the control group. The video consisted to 10 modules - 
seven to 10 minutes each. The caregivers were expected to view two modules weekly 
over five weeks. The video first portrayed typical stress-producing scenarios, and how 
the caregivers’ behaviour contributed to the distress. It was followed by showing how 
the coping skills could lead to less distress and more positive outcomes. Telephone 
coaches were also used weekly to facilitate the application of coping skills. Outcome 
measures were obtained at baseline, seven weeks after training, and at three and six 
months. The participants in the intervention group had significant improvement in 
depressive symptoms, anxiety, perceived stress, and systolic and diastolic blood 
pressures and such improvement were maintained over six months. Although positive 
outcomes were found from the study, the relative long period of time in which the 
intervention was carried out could pose a limitation for caregivers of the terminally ill 
person who usually had short prognosis. Hence, intervention time for caregivers of 
terminally ill persons might have to be reduced. 
 
Gallagher-Thompson et al. (2010) evaluated the effectiveness of a self-developed 
video compared with a commercial educational video on caregivers of a person with 
dementia in the US. A pilot RCT was conducted, and 70 caregivers who participated 
were randomly allocated to the intervention (n=36) and control (n=34) groups. The 
self-developed video included information about dementia and caregiver stress, 
recognising and changing reactions to stress, communication with family members 
and healthcare providers, accessing community resources, and managing issues 
associated with caring for a terminally ill person. The video was 2.5 hours long, and 
caregivers were encouraged to watch one segment at a time. Participants in the 
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control group watched a commercial video which provided general information on 
dementia. Results showed that those who watched the self-developed video reported 
higher positive affect in the depression subscale, and lower stress associated with 
patients’ memory and behaviour problems. This study highlighted the importance of 
developing videos that are specific to the particular needs of caregiving groups that 
the video is intended for, and tailoring the video content to meet the needs of 
caregivers. 
 
The aforementioned studies have all supported that a videotape intervention was 
effective in increasing hope (Duggleby, et al., 2007), increasing self-care (Clark & 
Lester, 2000), and reducing psychological distress (Gallagher-Thompson, et al., 2010; 
Williams, et al., 2010). The studies have proposed that the video-modelling effect 
resulted in the effectiveness of the intervention (Clark & Lester, 2000; Duggleby, et 
al., 2007; Williams, et al., 2010).  
 
The review found only one study which has been conducted in the area of palliative 
(Duggleby, et al., 2007), and only focused on the aspect of hope for caregivers. 
Further studies could evaluate the impact of a video intervention on helping 
caregivers of palliative patients to cope with the stress and negative emotions in 
caregiving, and to enhance communication and relationship between caregiver and 
patient. 
 
The reviewed studies found that the duration of the videos varied from 17 minutes 
(Duggleby, et al., 2007) to 23 minutes for a single-session video (Clark & Lester, 
2000). This could serve as a guide for future video production. Gallagher-Thompson 
	  	   76 	  
et al. (2010) added that videos that were more specific to the caregiver population 
yield better results. Future video intervention for caregivers of persons in palliative 
and hospice care should ensure that the video content is developed specifically for the 
targeted population.  
 
The majority of evaluation studies on video interventions mainly used quantitative 
design, and only one study included qualitative evaluations (Duggleby, et al., 2007). 
Qualitative studies could also be conducted to understand participants’ perception of 
the usefulness of the video as well as its strengths and limitations. It would help to 
explain the quantitative outcome evaluation. 
 
Telephone follow-up 
Telephone follow-up were found to be able to help enhance the intervention after an 
initial face-to-face session (Hudson, et al., 2005; S. Walsh & Schmidt, 2003; Williams, 
et al., 2010). Hudson et al. (2005) developed a psychoeducation intervention for 
caregivers in palliative care. A telephone follow-up in between the two face-to-face 
visits to evaluate plans that were discussed with the caregiver, emphasise on self-care, 
and identifying new issues. This study suggested that telephone follow-up could be 
used to evaluate plans, and to emphasise and remind caregivers to engage in the 
strategies discussed in the face-to-face session.  
 
Williams et al. (2010) employed the use of telephone follow-up on Alzheimer’s 
disease family caregivers in the US to facilitate coaching from the video, and found 
that telephone follow-up was a convenient method to follow-up on participants’ 
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utilisation of the intervention, discuss challenges and barriers faced, and to provide 
further training.  
 
A pilot study conducted by K. Walsh and Schmidt (2003) found that telephone 
support was beneficial in boosting teaching. In the study, caregivers were given a 
workbook at the start of the intervention which outlined the topics for each week. 
Thereafter, the participants received four weekly telephone calls to discuss the topics. 
Nine participants were recruited in the study, and five completed posttest measures. 
Preliminary results showed a reduction in depression, despair, and disorganisation. In 
addition to the teaching content in the workbook, the positive results was attributed to 
the phone calls which was a form of support for caregivers of home hospice patients. 
Limitations of the study lie in its small sample size. However, the study suggested 
that telephone follow-up could help increase the effectiveness of the intervention. 
 
Telephone calls as a sole intervention method could have therapeutic effects on 
caregivers (Kilbourn et al., 2011). Kilbourn et el. (2011) in the US evaluated the 
effectiveness of telephone counselling calls on top of existing hospice services. A 
single group design was used, and 25 participants were recruited into the study. The 
calls were conducted weekly over 12 weeks, with various topics were being delivered 
each week such as stress management, emotions, communication, social support, 
problem-solving skills, grief and loss, moving forward, and wellness for life. Nineteen 
participants completed the 12-week intervention. A single group pretest-posttest 
design was adopted, and outcomes were measured at baseline, 3rd month and 6th 
month. Nineteen participants completed the intervention. Preliminary findings 
showed that caregivers had reduced depression, and stress, and increased social 
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support, QoL, and benefit finding. Telephone calls were convenient for caregivers as 
they were often busy and might not have time for face-to-face sessions. In addition to 
enhancing the effectiveness of intervention and evaluating plans (Hudson, et al., 
2005; S. Walsh & Schmidt, 2003), the study suggested that telephone follow-up could 
also be used to provide emotional support for caregivers (Kilbourn, et al., 2011). 
 
Development of a plan for caregivers 
Nursing care plan has been frequently used in nursing care to develop in assessment, 
planning and delivery of care (Moloney & Maggs, 1999). As the care plan was found 
to benefit patients, the concept of care plans could be extended to caregivers. Lauren 
and Swartz et al. (2011) acknowledged the importance of assessing caregivers’ 
situation, and identifying their needs and resources available when providing care for 
caregivers.  
 
The present literature review found one psychoeducation intervention study which 
included the development of a care plan with caregivers (Hudson, et al., 2005). The 
care plan was found to be useful for the participants to recall the discussed plan 
during the face-to-face session, and the plans could be evaluated during the follow-up. 
Though the use of a care plan is new in caregivers’ intervention, it has the potential to 
help the caregivers identifying, planning, and documenting strategies for caregivers to 
care for themselves and to meet their caregiving goals. 
 
Online forum  
Literature showed that caregivers desired support groups, and support from formal 
and current caregivers (Harding, et al., 2012; L. O'Connor, et al., 2009). Studies found 
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the use of an online medium could aid in providing informational and emotional 
support for caregivers (Ferguson, 1997; Klemm & Noland, 1998; White & Dorman, 
2001). Online support was found to be beneficial for discussion of taboo or 
embarrassing topics due to its anonymity, and enabled people to have greater self-
disclosure and honesty (Ferguson, 1997; Klemm & Noland, 1998).  
 
In an opinion paper, Ferguson (1997) reported his own experiences with an online 
community group. The author found that many patients started community groups on 
the internet to help people facing similar problems. These groups often consisted of a 
group of volunteer healthcare professionals who served to answer patients’ questions. 
The online users found that getting answers to their questions by knowledgeable 
persons was the most useful, followed by being able to obtain answers by from self-
helpers like themselves. The author concluded that online users needed to obtain 
information from healthcare professionals and people who shared similar experience.  
 
There could be benefits and limitations in receiving social support from online 
support groups (White & Dorman, 2001). Benefits could include enabling participants 
to gain access at a time most convenient to them, 24 hours a day, seven days a week, 
without having to travel. Anonymity in the online groups could also allow discussion 
of embarrassing or taboo topics, increase self-disclosure, and encourage honesty. 
However, online groups could only be available to those who are literate and have 
access to internet. Inaccurate information might be disseminated through online 
forum, and less inhibited members could create conflicts if there is a lack of 
moderation in the group. Thus, it is importance to have healthcare professionals in the 
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online group to ensure the accuracy of information disseminated, and to prevent 
conflict amongst members (White & Dorman, 2001). 
 
Klemm and Noland (1998) stated that an online forum could serve as a potential 
platform to provide support, and nurses could use internet support groups to provide 
informational and emotional support. However, caution is required due to legal and 
ethical issues. Legal issues could arise from incorrect information provided due to 
lack of knowledge of the medical situation. Healthcare workers might need to make a 
disclaimer that the advice given through the online forums are general advises, and 
that more specific advice regarding their situation should be sought from their 
primary physician. Ethical issues such as confidentiality of information provided by 
the online user has to be maintained. Healthcare workers need to maintain 
confidentiality by not disclosing any of the information shared by online users 
through online and offline mediums. This is similar to information being shared by 
clients in the healthcare settings. Thus, healthcare workers need to be aware of the 
possible legal and ethical issues arising from the use of online forums.  
 
This literature review identified only one study which evaluated the effectiveness of 
an online forum on caregivers of cancer patients. Sundquist et al. (2009) conducted a 
one-group cross-sectional study on the use of online social support for the caregivers 
(n=12). The study reported that the online support reduced caregivers’ anxiety and 
depression levels,  perception of unmet needs, burden of care, barriers to receiving 
support, and improved coping strategies, QoL, and ability to ask for help. Despite the 
positive findings from the study, this study had small sample size. Further research is 
required to investigate the effects of online medium caregivers. 
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Theories used to guide psychoeducation interventions 
The present review found that some interventions had strong theoretical support while 
others did not. The literature have found that interventions which were based on 
theories had higher likelihood of yielding positive outcomes. The theory could help to 
guide the development of the intervention and help to influence behavioural change in 
people (Grol, Bosch, Hulscher, Eccles, & Wensing, 2007). Further, the use of theory 
could help to conceptualise and prevent overlooking of important factors which could 
lead to positive outcomes (The Improved Clinical Effectiveness through Behavioural 
Research Group (ICEBeRG), 2006). 
 
It was recommended that prior to developing an intervention, a review of theory 
approaches should be conducted so that a wide range of perspectives have been 
considered before deciding on a particular theory (Grol & Grimshaw, 2003). The 
following is a review of the theories that have been used to develop caregiver 
psychoeducation interventions. 
 
Lazarus and Folkman’s transactional model 
Theories such as Lazarus and Folkman’s transactional model of stress and coping 
(Cameron, et al., 2004; Hudson, et al., 2005), COPE (Cameron, et al., 2004; 
McMillan, et al., 2006), and ADAPT (Washington, et al., 2012), have been used to 
guide psychoeducation interventions in the area of palliative care. 
 
Lazarus and Folkman’s transactional model is based on the belief that stress occurs 
when there is an perceived demand exceeds resources, or when a people perceive they 
are unable to cope with a pressure (Lazarus & Folkman, 1984). Lazarus and Folkman 
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(1984) believed that stress could be controlled, and occurred when people perceive 
themselves as not having the abilities and resources to cope with an event. Hence, the 
transactional model proposed teaching people to cope with the stressor so that the 
stress would not be a threat, and to view a stressor positively. In the transactional 
model, the stress trigger would first be identified. After the identification of the 
stressors, strategies would be developed to help people manage, cope, and perceive 
the stress positively. When people were able to handle the stress, they would not 
perceive the event as stressful. 
 
Limitations of using the transaction model in psychoeducation interventions for 
caregivers lie in its focus on helping people to cope with stress only. Besides stress, 
caregivers face a wide range of negative emotions (Funk, et al., 2010; Grbich, et al., 
2001; Hudson, 2004; Proot, et al., 2003) and needs such as knowledge on 
communication with patient (Yates, et al., 1999; Yeh, et al., 2009), and obtaining 
social support (Bee, et al., 2009; Harding, et al., 2012; L. O'Connor, et al., 2009). 
Further, this model focused on stress which a negative aspect of care, and the positive 




Problem-solving interventions such as COPE (Cameron, et al., 2004; McMillan, et al., 
2006), and ADAPT (Washington, et al., 2012) have been used to teach caregivers to 
solve problems that arise during caregiving. The aim of these problem-solving 
interventions was to empower caregivers with the abilities to cope with the physical 
and psychosocial problems encountered during caregiving. These problem-solving 
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interventions taught caregivers practical steps to solving their problems, which 
generally included identification of the problems, adopting an optimistic view towards 
the problems, and developing of strategies to solve the problem. 
 
However, pitfalls of these problem-solving interventions lie in the focus on solving 
problems only. Similar to the Lazarus and Folkman’s (1984) transactional model, 
there is lack of teaching caregivers self-care skills, social skills, and communication 
skills to improve their QoL and well-being in this problem-solving intervention.  
 
Theories used to guide interventions in the area of hospice and palliative care need to 
go beyond teaching caregivers to cope with stress and the problems faced in 
caregiving. They need to meet a wider range of caregivers’ needs such as their needs 
for social support, increased closeness with the patient, coping with their emotions, 
and the focus on the positive aspects of caregiving.  
 
Self-efficacy theory 
Self-efficacy is defined as “people's beliefs about their capabilities to produce 
designated levels of performance that exercise influence over events that affect their 
lives” (Bandura, 1994, p. 71). This suggests that people have the ability to execute 
actions that influence events which would affect their lives. People with higher self-
efficacy are more likely to have more positive outcome responses, as they believe that 
they have greater ability to cope with the situation, and will put in greater efforts to 
persist in the situation (Bandura, 1977). Studies suggested that self-efficacy is a 
powerful influence on people’s motivation to achieve their goals (Hendrix, 
Landerman, & Abernethy, 2013; Mackenzie & Peragine, 2003).  
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The self-efficacy theory (Bandura, 1997) hypothesises that people’s perceptions of 
their capabilities affect their behaviour, motivation, and emotional reactions in 
unpredictable and stress producing situations. People who perceive themselves to 
have higher capabilities are able to cope better with stressful situations. Hence, 
increasing people’s perception of their abilities is a fundamental key to reduce stress 
and negative emotions. To increase people’s perception of their abilities, people need 
to acquire the skills to ensure that they are able to perform the tasks. There are four 
main strategies which could help people increasing their self-efficacy - 1) Personal 
mastery; 2) Vicarious experience; 3) Verbal persuasion; and 4) Physiologic feedback 
(Bandura, 1986).  
 
Personal mastery describes how people’s self-efficacy is influenced by their ability to 
perform a task (Bandura, 1986). Self-efficacy increases when they are able to 
successfully perform a task. Hence, it was necessary to ensure that people were able 
to perform a task successfully to ensure that their self-efficacy increased. For example, 
in caregiving task, personal mastery could be enhanced by self-instructed 
performance, which meant that they could motivate themselves to perform a task 
(Bandura, 1977). For caregivers to be motivated to perform a task, they could be 
provided with the knowledge of the tasks, and the skills to perform the tasks. To 
ensure that caregivers were able to perform the task successfully, the strategies could 
be discussed with the caregivers to ensure that they were able to achieve the goals. 
 
Vicarious experience refers to witnessing other people successfully complete a task 
could influence self-efficacy. This increases their beliefs that they also possessed the 
capabilities to succeed in the task (Bandura, 1986). Vicarious experiences could be 
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enhanced by live modelling or symbolic (e.g. video or photographs) modelling 
(Bandura, 1977). In addition, for modelling to take place, the model has to have 
similar characteristics to the person, and the skills and knowledge to achieve the 
desired behaviour (Pender, Maurdaugh, & Parsons, 2006). This emphasised the 
importance of ensuring that the model used in the intervention has similar 
characteristics with the participant. 
 
Verbal persuasion suggests that people could be persuaded and encouraged to believe 
that they have the ability to succeed in the task (Bandura, 1986). Verbal persuasion 
could be enhanced by suggestions from other persons and exhortation (Bandura, 
1977). The researcher and other persons such as healthcare workers or other 
caregivers could provide suggestions and encourage caregivers to perform tasks that 
would help caregivers achieve their goals. 
 
Physiologic feedback emphasises on people’s emotional states, moods, physical 
reactions, and stress level that influence their personal abilities in a task (Bandura, 
1986). Physiologic feedback could be enhanced by attribution (Bandura, 1977). This 
suggests that people are strongly motivated to participate in activities by the pleasant 
outcomes. Hence, when caregivers are able to experience pleasant outcomes from the 
strategies suggested in the intervention, they would be more motivated to engage in 
those suggested activities. 
 
Self-efficacy in self-care. Studies have found that caregivers experience much stress 
and burden as a result of caregiving (Andrews, 2001; Brazil, et al., 2003; Goldstein, et 
al., 2004; Meyers & Gray, 2001), and they neglected their own health (Grbich, et al., 
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2001; Hudson, 2004; Mok, et al., 2003; Munck, et al., 2008; Osse, et al., 2006; Proot, 
et al., 2003). Thus caregivers need to know how to take care of themselves. Self-care 
could play an important role in caregivers’ health. A study which compared self-care 
behaviours between caregivers of an Alzheimer patient and non-caregivers was 
conducted in the US (Acton, 2002). Using a cross-section design, 96 caregivers were 
recruited (46 caregivers, and 50 non-caregivers). The study found that caregivers had 
significant lower perceived health-promotion importance, self-efficacy for health-
promoting self-care, and higher barriers to health promotion. Although this study was 
conducted on caregivers of Alzheimer’s patient, it could be expected that caregivers 
of home hospice patients could also have lower self-care self-efficacy due to the 
caregiving tasks. This study also reflected the inadequate abilities of caregivers to 
care for themselves. 
 
Steffen et al. (2002) surveyed 145 caregivers of a person with Alzheimer’s disease or 
other dementing disorder to understand the correlation between caregivers’ self-
efficacy in self-care and their psychological and social factors in the US. Using a 
longitudinal design (baseline and two weeks later), 145 caregivers of dementia 
patients were recruited into the study. Only the first hundred participants were invited 
for the follow-up, and all completed the follow-up measure. The study found that 
caregivers with higher self-care in obtaining respite, responding to disturbing 
behaviours, and controlling upsetting thoughts were associated with lower depression 
and anxiety. Caregivers with higher ability to respond to behaviours and control 
upsetting thoughts had lower anger. Caregivers with more available social support 
network had higher self-efficacy in obtaining respite. The study concluded that 
caregivers’ ability to maintain self-care was found to be correlated with their self-
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efficacy (Steffen, McKibbin, Antonette, Gallagher-Thompson, & Bandura, 2002). 
This further emphasises the impact of self-efficacy on self-care behaviour of 
caregivers as it influenced their psychological well-being. It is important to develop 
intervention to teach self-care strategies.  
 
In another cross-section study on 74 dementia family caregivers in the US, Gilliam 
and Steffen (2006) attempted to study the relationship between caregivers’ self-
efficacy, depression, and patients’ cognitive impairment, behaviour problems, and 
ADL needs. The results showed that depression was the strongest predictor of self-
efficacy. This study further emphasised the relationship between caregivers’ self-
efficacy in psychological well-being, in particular, depression.  
 
Au et al. (2009) conducted a cross-section study on 134 caregivers of dementia 
patients in Hong Kong to understand the relationship between self-efficacy, 
depression, and social support. Using path analysis, the study found that self-efficacy 
was a mediator of social support and depression. Within the self-efficacy subscales, 
social support was found to be influenced by self-efficacy in obtaining respite and 
managing disturbing behaviour, which in turn influence their ability in controlling 
thoughts. Caregivers’ ability to control thoughts influenced their depression levels. 
Previous studies have found that higher self-efficacy led to lower depression in 
caregivers (Gilliam & Steffen, 2006; Steffen, McKibbin, Antonette, et al., 2002). This 
study further added that social support was the mediator between self-efficacy and 
depression. Thus, intervention for caregivers should also emphasise both self-efficacy 
and social support for caregivers. 
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Studies on the factors that influence self-care self-efficacy have mainly been 
conducted on caregivers of Alzheimer patients (Au, et al., 2009; Gilliam & Steffen, 
2006; Steffen, McKibbin, Antonette, et al., 2002). In the area of palliative care, the 
review found only one intervention study which evaluated the effectiveness of the 
psychoeducation intervention on caregivers’ self-efficacy in self-care (Hudson, et al., 
2005). This reflected the dearth in intervention studies which focused on increasing 
caregivers’ self-efficacy, and the measured impact. As the literature has found that 
caregivers’ self-efficacy could influence their social and psychological attributes, 
more interventions could focus on increasing caregivers’ self-efficacy to reduce the 
physical and psychological impacts of caregiving. 
 
Application of self-efficacy theory in caregiver interventions. Self-efficacy theory 
had been adopted in intervention for family caregivers of cancer patients (Hendrix, et 
al., 2013). Hendrix el al.’s (2013) study focused on teaching caregivers to care for 
patients’ physical care needs (e.g. oral care, tube feeding) and management of pain 
and symptoms. An experimental two-group study design was used, and 120 
participants were randomised to intervention group (n=60) or control group (n=60). 
The intervention group reported higher self-efficacy in providing physical care to the 
patient compared with the control group in a weekly follow-up over one-month, 
which showed that the outcomes of the study were sustained over time. The study 
highlighted that the teaching strategies used in the self-efficacy theory, which 
emphasised on teaching strategies such as mastery experiences, vicarious experiences, 
verbal persuasion, and monitoring physiological states, could have helped sustained 
the positive outcomes. 
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The self-efficacy theory has also been adopted in caregiver interventions for 
caregivers of people with dementia in the US (Mackenzie & Peragine, 2003). A quasi-
experimental design was used, and 41 caregivers were allocated to intervention group 
(n=28) and control group (n=13). The intervention group reported higher knowledge 
and self-efficacy in coping with the stress post-training and at three-month follow-up, 
and lower burnout post-training, compared with those in the control group. Similarly, 
Mackenzie and Peragine (2003) attributed the positive outcomes of the study to the 
strategies taught in the self-efficacy theory. This study highlighted that the self-
efficacy theory could be beneficial in helping caregivers cope with stress (Mackenzie 
& Peragine, 2003) .  
 
The positive study outcomes from two studies (Hendrix, et al., 2013; Mackenzie & 
Peragine, 2003) reflected the viability of using the self-efficacy theory on caregivers 
of hospice and palliative care. The application of self-efficacy theory was found to 
help caregivers cope with the stress experienced during caregiving and enhance their 
coping and well-being. (Mackenzie & Peragine, 2003). Although the effectiveness of 
the self-efficacy theory has not been evaluated in hospice and palliative care settings, 
it has the potential to be apply to caregivers’ intervention. It is believed that a self-
efficacy theory based psychoeducation programme would be applicable in hospice 
and palliative care settings as the goal would be to enhance the self-efficacy of the 
caregivers to achieve positive outcomes in their caregiving context.  
 
The self-efficacy theory was used as a theoretical support to develop the CCP in the 
current study. The following outlines the theoretical framework of the CCP. 
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Framework of the CCP  
From the literature review, caregivers were found to experience much stress and 
negative emotions such as frustration, depression, and anticipatory grief, and these 
have a negative impact on caregivers’ QoL. Caregivers’ perceived gains from 
caregiving, increased closeness with patient, and social support, were found to protect 
caregivers from the negative impact of caregiving. Knowledge needs of caregivers 
have also been largely emphasised in the literature.  
 
Thus, the aim of the CCP was to improve the QoL of caregivers. It was proposed that 
the QoL of the family caregivers could be improved by: 1) Enhancing caregivers’ 
ability to cope with stress, frustration, depression, and anticipatory grief; 2) 
Enhancing closeness between caregiver and patient; 3) Increasing social support; and 
4) Increasing knowledge.  
 
The self-efficacy theory (Bandura, 1986) was applied in this study to develop the CPP 
to enhance caregivers’ self-efficacy. The self-efficacy theory was used as it was 
believed that when caregivers’ self-efficacy increased, they would have more 
confidence and abilities to cope with their stress and negative emotions, have a more 
positive appraisal of the caregiving, experience increased closeness with the patient, 
and thus have better perceived QoL. Bandura’s (1986) four strategies were adopted in 
the study - 1) Personal mastery; 2) Vicarious experiences; 3) Verbal persuasion; and 
4) Physiologic feedback.  
 
To achieve personal mastery, self-instructed performance would be used. To achieve 
self-instructed performance (e.g. in the area of coping with stress), the caregivers 
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would be provided with the knowledge on the subject (e.g. knowledge on the signs of 
stress), so that they would be aware that they were experiencing stress. Thereafter, 
strategies would be suggested to caregivers (e.g. to engage in relaxing strategies) to 
enable them to know how they could cope with the stress. With the knowledge on the 
signs of stress and coping strategies, caregivers could help themselves to cope with 
the stress. Further, Bandura (1986) stated that personal mastery increased when they 
were able to successfully perform a task. To ensure that caregivers were able to 
successfully perform the tasks, the researcher would discuss with the caregivers on 
the strategies that they could employ, to ensure that the goals could be achieved. The 
care plan would be used to facilitate the discussions between the researcher and 
caregivers, and to document the plans.  
 
To achieve vicarious experience, the video which features a caregiver and a patient 
with advanced cancer would be provided. Studies have found that modelling was 
more effective when the models in the video were similar to the targeted audience 
(Bandura, 1986; Clark & Lester, 2000). The video focused on caregivers of a patient 
with advanced cancer, and featured a caregiver caring for a patient with advanced 
cancer. The video addressed the issues faced by caregivers and strategies used to cope 
with the issues. 
 
Verbal persuasion would be provided during the face-to-face session, telephone 
follow-up, and online forum. The researcher gives suggestions and exhortation. The 
online forum would also enable other caregivers and healthcare workers to provide 
suggestions and exhortation to the participants.  
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Physiologic feedback would be enhanced by attribution, which suggested that people 
are strongly motivated to participate in activities by the pleasant outcomes. This 
attribution would be provided by the researcher during the telephone follow-up. The 
researcher would ask if the caregivers experienced better outcomes, and attribute it to 
the engaging in the suggested activities. When caregivers experienced pleasant 
outcomes from the CCP, they would be more motivated to engage in those suggested 
activities.  
 
Caregivers’ self-efficacy could be enhanced by acquiring knowledge on available 
resources and possible unforeseen circumstances, so that they would be prepared for 
such situations. Knowledge of caregivers would be enhanced by providing 
information on ACP, websites on obtaining information and help from services, and 
managing death of patient. The caregivers could also ask the researcher any further 
information they required. In addition, the online forum could also be a platform for 
caregivers to acquire knowledge.  
 
The detailed strategies of how the self-efficacy theory was applied in the CCP are 
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studies of caregivers’ QoL, and to explore the needs of caregivers in the Asian 
Singapore context. 
 
A review on the effectiveness psychoeducation interventions for family caregivers 
found a gap in interventions which focus on the positive aspects of caregiving, and 
skills to communicate with the patient. Face-to-face sessions, video, telephone follow-
up, development of a plan, and online forum, were found to be suitable for delivering 
psychoeducation interventions. 
 
Theories used to guide caregiver psychoeducation interventions in palliative hospice 
care were explored. Self-efficacy theory has potential to be adopted in caregivers’ 
intervention of persons with advanced cancer. The framework for the intervention of 
the present study was presented and explained.  
 
The aim of this study was to understand the QoL of family caregivers, to explore the 
experience of family caregivers, and to develop and evaluate the effectiveness of a 
psychoeducation intervention, entitled ‘Caring for the Caregiver Programme (CCP)’, 
for family caregivers providing care for an adult with advanced cancer at home. The 
following chapter presents the methods for the phase 1 study. 
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Chapter 3 Phase 1 methodology 
 
Introduction 
The study was conducted in two phases. This chapter describes and discusses the 
methodology of the phase 1 study. The phase 1 study aims to understand the quality 
of life (QoL) of family caregivers, and to explore the experience of family caregivers 
providing care for an adult with advanced cancer at home with a prognosis of 3-12 
months.  
 
This chapter starts with the research aims, objectives and hypotheses, followed by 
discussion of the design, study setting, sampling, measures and qualitative evaluation. 
The data collection procedure will be explained, followed by the ethical 
considerations of the study. Finally, the data analysis method will be described. 
 
Aim, objectives, and hypotheses 
The aim of the study was to understand the QoL of family caregivers, and to explore 
the experience of family caregivers providing care for an adult with advanced cancer 
at home with a prognosis of 3-12 months.  
 
The specific objectives were to:  
1. Assess the changes in caregivers’ QoL and social support, from baseline to 
eight weeks later, of primary family caregivers; 
2. Examine the relationship between QoL, social support, caregiver socio-
demographic characteristics, and patient socio-demographic characteristics 
and clinical data; 
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3. Examine the predictors of QoL; and 
4. Describe the experience of family caregivers caring for a person with 
advanced cancer at home. 
 
The hypotheses were:  
1. QoL of caregivers changed (increased or decreased) from baseline to 8th week; 
2. Social support of caregivers changed (increased or decreased) from baseline to 
8th week; 
3. QoL of caregivers was influenced by caregivers’ socio-demographic 
characteristics (gender, age, marital status, race, religion, relationship to the 
patient, financial status, education status, household income per capita, 
presence of chronic illness, household income per capita, duration of 
caregiving, access to live-in domestic helper), involvement in caregiving, and 
caregiver social support; and 
4. QoL of caregivers was influenced by patients’ socio-demographic 
characteristics and clinical data (age, gender, religion, diagnosis, months since 
diagnosis, duration with home hospice, and functional status). 
 
The following diagram illustrates the hypothesised relationship between the study 
variables and caregivers’ QoL (Axelsson & Sjödén, 1998; Cambell et al., 2009; 
Harding & Higginson, 2003; S. T Tang et al., 2008; S. T. Tang & Li, 2008; W. Tang. 
2009) (Figure 3.1).  
 










A mixed method non-experimental research design was used. A mixed method design 
was defined as “the collection or analysis of both quantitative and qualitative data in a 
single study in which the data are collected concurrently or sequentially, are given a 
priority, and involve the integration of the data at one or more stages in the process of 
research” (Creswell, Plano Clark, Gutmann, & Hanson, 2003, p. 212). In this study, 
longitudinal questionnaire surveys and individual face-to-face interviews were used to 
collect quantitative and qualitative data respectively. The questionnaire surveys were 
the primary form of data collection. The qualitative data obtained through interviews 
were used to support quantitative data, and to further explore findings which were not 
revealed through the quantitative strategy. The quantitative and qualitative data were 
then integrated during analysis and discussion. 
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Figure 3.1 - Relationship between the study variables and caregivers’ QoL 
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A mixed method design was used in this study because quantitative and qualitative 
strategies had complementary strengths, and a mixed method design could take 
advantage of each of their strengths. Quantitative research is inductive in nature, and 
suitable for testing the relationship between factors, and the significance of the 
intervention (Meadows, 2003). However, its weakness lies in its inability to allow the 
researcher to understand the participants’ views behind the survey responses, and 
possible researcher’s biased interpretations of the results (Creswell & Plano Clark, 
2007). Qualitative research would enhance the quantitative findings by enabling the 
exploration of participants’ the perceptions behind the survey results, and to add to 
findings not observed in the survey (Nicholls, 2009). Qualitative studies have been 
seen by some authors as not generalisable due to the limited number of participants in 
the study (Creswell & Plano Clark, 2007). Thus, a mixed method design using both 
quantitative and qualitative strategies would enrich the results of this study as the two 
strategies complement each other (Tashakkori & Teddlie, 1998).  
 
Further, a mixed method design could increase the validity of results when the 
findings from both quantitative and qualitative components supported each other, and 
new frontiers could be created if results from both quantitative and qualitative 
components were found to be inconsistent (Polit & Beck, 2013). It is important to 
discover divergent findings in this study as there could be more complex caregiving 
issues underlying the initial assumptions proposed by the researchers (Deacon, et al., 
1998). Also, it may surface errors made in the data collection or data analysis 
methods (Erzberger & Kelle, 2003).  
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In the area of nursing, mixed method design was first used in 1985, and was attributed 
to an increase in acceptance of methodological pluralism in nursing research (Twinn, 
2003). Initially, mixed methods were used to enhance the validity of research study 
results through triangulation. However, the use of multiple approaches was later 
found to be very useful in increasing the richness of the collected data. It allowed for 
statistical justifications using a quantitative approach, and the understanding of a 
research phenomenon using a qualitative approach. Both approaches are fundamental 
in developing nursing knowledge (Fontana & Frey, 2005). Hence, there is an increase 
in popularity of using mixed method designs in nursing research as nurses are 
increasingly confronted with complex research questions that require the use of more 
than one research paradigm (Proctor, 1998).  
 
The literature identified six models in which mixed method studies were broadly 
divided into - data transformation design model, explanatory model, exploratory 
model, instrument design model, triangulation design model, and the nested model 
(Creswell, Fetters, & Ivankova, 2004; Hanson, Creswell, Plano Clark, Petska, & 
Creswell, 2005). The approach to collecting quantitative and qualitative data are 
either sequential or concurrent (Creswell, et al., 2004).  
 
In this study, a sequential explanatory model was adopted. A sequential explanatory 
model meant that quantitative data would be collected before qualitative data, and 
priority would be given to the quantitative data which is the primary method of data 
collection. The data collected by the two methods would be integrated during the 
discussion phase of the study. This design allow the qualitative findings to clarify 
and/or complement results from the quantitative design, thus enhancing validity of the 
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quantitative results. It could also help to create new frontiers if results from 
quantitative findings and qualitative findings were inconsistent (Polit & Beck, 2013).  
 
One of the examples in this present study where the qualitative results enhanced 
validity of quantitative results was in the findings of the positive adaptation subscale 
in the Caregiver Quality Of Life Index - Cancer (CQOLC) questionnaire. The 
quantitative data found that the participants reported high scores in the positive 
adaptation subscale compared to the other subscales in the CQOLC. The qualitative 
interviews found that the participants described their coping strategies and positive 
gains from caregiving. These findings from the qualitative interviews were used to 
explain the high scores in the positive adaptation subscale. The data collection, data 
analysis, and integration of both quantitative and qualitative approaches are illustrated 
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Quantitative design 
A longitudinal non-experimental research design was used for the quantitative 
component of the study. A non-experimental research meant that the researcher 
collected data from participants without introducing any changes or intervention to 
participants (Polit & Beck, 2013). A longitudinal method enabled the researcher to 
understand the change in caregivers’ QoL and social support over time, and the 
predictors of QoL.  
 
The participants were surveyed at baseline and again at 8th week. An 8-week time 
frame for the follow-up was adopted as previous studies had shown that QoL of 
caregivers did not change within short periods of two to four weeks (Axelsson & 
Sjödén, 1998; Gill, et al., 2003; S. T. Tang & Li, 2008). It was expected that there 
could be a change in QoL after eight weeks. 
 
The questionnaires were administered using a self-completion method, but the 
researcher was available to answer any query. After the participant completed the 
questionnaire, the researcher checked through the questionnaire to ensure that the 
participants completed all the questions. 
 
Qualitative design 
Semi-structured individual face-to-face interviews were conducted to understand 
caregivers’ experience in caregiving. The caregiving experience is often complex, 
with different factors affecting a situation. It was believed that the way individuals 
viewed their situation is unique (Bryman, 1998) and experiences differ from person to 
person. In order to collect a wide variety of qualitative data to describe the caregivers’ 
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experience, in-depth interview with semi-structured questions was used to collect data. 
From the interviews, the researcher obtained different views and perceptions from the 
participants’ account of their experience. It was considered the most appropriate 
method to explore caregivers’ experience as it acknowledged the existence of multiple 
realities (Nicholls, 2009; Schneider, Elliott, LoBiondo-Wood, & Haber, 2003). 
 
The participants were provided freedom to discuss personal areas of importance in 
their own ways. The researcher as the interviewer would bracket all her preconceived 
ideas and adopted an open attitude to learn from the participants’ personal experience. 
As a result, the researcher gained understanding about the subject of interest 
(Streubert-Speziale & Carpenter, 2003), which was the caregiving experience of a 
person with advanced cancer in this present study.   
 
Effective use of probing questions such as “Could you tell me more…”, “Could you 
explain a bit about…” and “What do you mean by…” were employed to clarify and 
explore the experience of caregivers (Morse & Field, 1996). The process required the 
interviewer’s specific knowledge and expertise in the subject matter under 
investigation. It also required the interviewer’s sensitivity to the issues raised by the 
participants, and non-judgmental manner to listen actively and respond appropriately. 
Remaining attentive, maintaining eye contact, providing non-verbal nods, and moving 
closer also facilitated communication. In addition, observation for the informants’ 
non-verbal cues such as facial expression was emphasised throughout the interviews 
to grasp any non-verbal information, and notes were taken for these data (Morse & 
Field, 1996; Patton, 1990). 
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The interviews were conducted at the 8th week after baseline measure, during the time 
of the follow-up survey. This was to enable caregivers to be involved in caregiving 
for a longer time prior to the interview so that they could share more of their 
caregiving experiences. Also, collection of interview data with the quantitative survey 
together could help reduce disruption and number of meet-ups for caregivers as they 
were often busy with their caregiving role. 
 
Study setting 
The participants were recruited from four home hospice organisations in Singapore - 
HCA Hospice Care, Singapore Cancer Society, Metta Hospice and Assisi Hospice. 
The home hospice organisations were chosen as the study setting as they provided 
hospice care to patients with advanced cancer and their caregivers at home. 
 
Although there are seven home hospice organisations in Singapore, the participants in 
this phase 1 study were only recruited from four out of the seven home hospice 
organisations. Three hospice organisations were not involved in the study due to 
various reasons. The Agency for Integrated Care and Dover Park Hospice did not met 
the study inclusion criteria as they were caring for non-cancer patients and patients 
with a prognosis of less than three months respectively (Agency for Integrated Care, 
2013a; Singapore Hospice Council, 2008b). For Agape Methodist Hospice, the 
researcher was unable to establish contact to seek permission to recruit participants 
from their organisation. Nevertheless, the four participating home hospice 
organisations were among the biggest in Singapore in terms of client numbers.  
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Sampling method 
Convenience sampling was used for the quantitative component of the study. 
Although random sampling would be ideal to minimise bias in the selection of 
participants (Polit & Beck, 2013), this was technically not possible in this study as the 
researcher did not have the list and contact information of all the potential participants. 
These information were kept confidential by the home hospice organisations.  
 
New and existing caregivers from the home hospice organisations were recruited for 
the study. This was to allow more caregivers to be eligible to participate in the study 
and increase recruitment numbers. The duration in which the patient had received 
home hospice care was documented to analyse for differences in outcome measures as 
a result of receiving home hospice services for a longer period of time. 
 
Purposive sampling was used for the qualitative interviews. The participants for the 
qualitative interviews were selected from those who participated in the survey. 
Purposive sampling enabled the researcher to choose participants who would 
represent the population of interest (Schneider, et al., 2003). The participants in the 
present study were selected based on their baseline QoL scores collected by the 
Caregiver Quality of Life Index - Cancer (CQOLC). A descriptive analysis was 
conducted on participants’ baseline CQOLC scores and the CQOLC scores were 
categorised into low, medium and high categories. The participants were selected 
from all three categories to enable participants with different perceptions of QoL to be 
recruited. Participants who were willing to participate in the qualitative interview, and 
who agreed for the interviews to be audio-recorded, would be potentially selected. 
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Participants who refused audio-recording were excluded from the qualitative 
interviews as the interviews needed to be audio-recorded. 
 
Inclusion and exclusion criteria 
The participants were recruited based on the following inclusion criteria: 
1. Primary family caregiver of a person with advanced cancer (stage four) and a 
prognosis of at least three months;  
2. Caregivers of a person receiving home hospice; and  
3. Able to communicate in English or Mandarin. 
 
Exclusion criteria were: 
1. Domestic helpers; and 
2. Caregivers with known cognitive impairment. 
 
Participants were excluded from the study if during the course of study: 
1. The participant expressed his/her wish to drop out; 
2. The person with advanced cancer whom the caregiver is caring for has passed 
away; or 
3. The caregiver has sent the patient to an inpatient faculty permanently. 
 
The participants had to be caregivers of a person with advanced cancer as the aim of 
the study was to examine the QoL and experience caring for a person with advanced 
cancer. A prognosis of three months was stipulated so that the caregiver could 
participate in the follow-up survey at 8th week. The person whom the caregiver was 
providing care for had to be receiving home hospice care to ensure homogeneity of 
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the participant population. The participant had to be able to communicate in English 
or Mandarin as those were the languages the researcher knew. Domestic helpers were 
excluded from the study as they were not family members of the person with 
advanced cancer. Caregivers with known cognitive impairment were excluded as they 
might not be able to give logical responses for the study. The participants were 
excluded if the person that they cared for passed away due to bereavement. The 
participants of a person sent to an inpatient faculty permanently were excluded as they 
no longer met the criteria of caring for a person at home. 
 
Sample size determination 
Quantitative study 
The sample size was determined by power analysis calculation (J. Cohen, 1988) using 
the regression model in the nQuery Advisor programme (Elashoff, 2000) as the 
regression analysis would be used to determine the predictors of QoL. Power analysis 
for a multiple regression study is based on the significant criterion (α), sample size 
(N), variance (R2), proposed number of variables which would be significant 
predictors in the regression model, and power (1-β). A higher power and larger 
number of proposed variables would require a larger sample size, while a higher level 
of significance, higher variance would require smaller sample size (Munro, 2005).  
 
Power is the probability that the statistical test would not identify a statistical 
significant difference if it existed, also known as a Type II error. A power of 0.80 is 
generally recommended in nursing research (Dattalo, 2008).  
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While power addresses issues on Type II error, the alpha level addresses issues with 
Type I error, which is the probability of rejecting the null hypothesis when it should 
be accepted. An alpha level of 0.05 is commonly used (Polit & Beck, 2013).  
 
The variance in this study was based on W. Tang’s (2008) study on the factors that 
influenced caregivers’ QoL. The variance found in W. Tang’s (2008) study was 0.42. 
However, a study on caregivers of cancer survivors found an average variance of 0.30 
for the predictors of QoL (Matthews, Baker, & Spillers, 2004), and a study on 
Alzheimer caregivers’ QoL found an average variance of 0.12 in the MCS 
(Markowitz, Gutterman, Sadik, & Papadopoulous, 2003). Due to the wide range of 
variances found in these studies, a conservative variance of 0.12 was used in this 
present study. A reduction in variance would also led to an increase the sample size 
and power of the study (Hill & Lewicki, 2007).  
 
Four variables (education status, physical health status, spirituality and social support) 
were proposed in this study to be significant predictors of QoL in the regression 
model according to the literature (S. T. Tang, et al., 2008; W. Tang, 2009). With a 
power of 0.80, alpha set at 0.05, variance of 0.12, and four proposed variables in the 
model, 93 caregivers were required for the survey. 
 
Qualitative study 
Data saturation was used as the guiding principle for sample size in qualitative 
interview. Data saturation meant that no new data would be obtained from further 
interviews (Guest, Bunce, & Johnson, 2006). It is important to ensure that data 
saturation is reached to ensure a full understanding on the experience of caregivers of 
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a person with advanced cancer in Singapore. Literature suggested that 12-20 
participants would be e adequate to ensure data saturation (Guest, et al., 2006). 
 
In the present study, five participants from each category of low, medium, and high 
QoL scores were selected initially. It was to ensure participants with different 
perception of QoL were interviewed. Data saturation was achieved after interviewing 
15 participants. An additional four participants were recruited to confirm data 
saturation. Thus, a total of 19 participants was interviewed in this study.  
 
Measures 
The measures used in the quantitative survey included Caregiver Quality Of Life 
Index Cancer (CQOLC), and Social Support Questionnaire (SSQ). The caregiver and 
patient socio-demographic and clinical data were also collected. 
 
The CQOLC and SSQ have been widely used in the area of palliative care, or with 
caregivers of a cancer family member, with well-established reliability and validity. 
Both English and Chinese versions of the questionnaires were available. The 
questionnaires have been translated from English to Chinese, and permission was 
sought from the authors to use the Chinese version (S. Chan, Yip, Tso, Cheng, & Tam, 
2009; S. T. Tang, et al., 2008).  
 
Caregiver Quality Of Life Index – Cancer (CQOLC) (Appendix 1)  
Caregivers’ QoL was the primary outcome of the phase 1 study. The Caregiver 
Quality of Life Index – Cancer (CQOLC) was used to measure caregivers’ QoL 
(Weitzner, Jacobsen, Wagner, Friedland, & Cox, 1999). The questionnaire consisted 
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of 35 items organised in four subscales: Burden, disruptiveness, positive adaptation, 
and financial concerns. The items were rated on a 5-point scale. Higher scores 
indicated better QoL.  
 
The CQOLC was used in this study as this was the most commonly used 
questionnaire in studies on family caregivers of a person receiving home hospice care 
(Meyers & Gray, 2001; S. T. Tang, et al., 2008; W. Tang, 2009; Weitzner & 
McMillan, 1999). The CQOLC has also been used in longitudinal studies to measure 
caregivers’ QoL (S. T. Tang, et al., 2008), which was similar to the design of this 
study. 
 
The CQOLC has been developed specifically to measure cancer caregivers’ QoL. Its 
validity and reliability has been rigorously tested with good psychometric properties 
reported (Overall QoL - test-retest: 0.95, Cronbach’s α: 0.91; burden subscale - test-
retest: 0.90, Cronbach’s α: 0.89; disruptiveness - test-retest: 0.91, Cronbach’s α: 0.83; 
positive adaptation - test-retest: 0.82, Cronbach’s α: 0.73; financial concerns - test-
retest: 0.91, Cronbach’s α: 0.81) (Weitzner, Jacobsen, et al., 1999). Convergent 
validity has been conducted with the SF-36 questionnaire, and was found to have high 
correlation with the MCS, but low correlation with the PCS. The reliability of the 
CQOLC has been validated in a home hospice setting (Cronbach’s α: 0.87) (Weitzner 
& McMillan, 1999), which was similar to the setting of this study.  
 
The CQOLC has been used in many countries and cultures. It has been translated into 
various languages with high reliability reported (Cronbach’s alpha of 0.91), such as 
Chinese (S. T. Tang, et al., 2008), Turkish (Cronbach’s alpha of 0.88) (Bektas & Ozer, 
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2009) and Korean (Cronbach’s alpha of 0.90) (Rhee et al., 2005). The Chinese 
version of CQOLC used in the present study was translated by S. T Tang et al. (2008).  
 
Before the study, the content validity of the CQOLC were tested to ensure their 
relevance in the Singapore culture for family caregivers of home hospice patients 
(Polit & Beck, 2013). A panel of five professional experts in the area of palliative care 
(two doctors, two nurses, and one social worker) were invited to comment on the 
content validity of the CQOLC. The Content Validity Index (CVI) was used to 
measure content validity (Lawshe, 1975). The CVI of CQOLC was 88.6%. It was 
considered satisfactory (Norwood, 2000). 
 
In this study, the internal consistency (Cronbach’s α) of both English and Chinese 
questionnaires at baseline was 0.90. Cronbach’s α for the subscales were 0.86 for the 
burden subscale, 0.81 for the disruptiveness subscale, 0.76 for the positive adaptation 
subscale, and 0.91 for the financial concerns subscale. The Cronbach’s α values were 
within acceptable range (Bland & Altman, 1997). 
 
The scores in the disruptiveness, positive adaptation, and financial concerns 
subscales, which had a total score of 28, 28, and 12 respectively, were transformed to 
a score of 40. Using the transformed score, comparison of the scores among the 
subscales when examining the change in QoL from baseline to 8th week was 
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Social Support Questionnaire (SSQ) (Appendix 2)  
Social support was measured by the Social Support Questionnaire (SSQ) (Sarason, 
Sarason, Shearin, & Pierce, 1987). The questionnaire consisted of 12 items which 
were organised into two subscales - caregivers’ social support satisfaction (SSS) and 
number of social support persons (SSN), with six questions in each subscale. The 
items were rated on a 6-point Likert scale. Higher scores indicated higher social 
support satisfaction and number. The authors of the SSQ reported good psychometric 
properties of both social support satisfaction and number in their studies (Cronbach’s 
α: 0.90-0.93) (Sarason, et al., 1987).  
 
The SSQ has been used on caregivers in Asian studies (e.g. S. Chan, et al., 2009) and 
on caregivers of a person with cancer (Ownsworth, Henderson, & Chambers, 2010). 
The Hong Kong Chinese version of the SSQ with a reliability of 0.90 (S. Chan, et al., 
2009) was used in the present study.  
 
The content validity of the SSQ were tested to ensure their relevance in the Singapore 
culture for family caregivers of home hospice patients before the main study. The 
CVI of the SSQ was 93.3%. It was considered satisfactory (Norwood, 2000). 
 
In this study, the internal consistency (Cronbach’s α) of both English and Chinese 
questionnaire for social support satisfaction at baseline was 0.94. For social support 
number, the Cronbach’s α was 0.88. The Cronbach’s α values were within the 
acceptable range (Bland & Altman, 1997). 
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Social support number scores which had a maximum of 36 was transformed to 6 to 
compare the mean numbers of persons providing support for each question. The raw 
social support number score was used for the other analyses. 
 
Caregiver and patient socio-demographic and clinical data (Appendix 3) 
Socio-demographic characteristics and clinical data of the caregiver and patient were 
collected from family caregivers. Family caregivers’ socio-demographic 
characteristics such as gender, age, marital status, race, religion, relationship to the 
patient, financial status, education status, presence of chronic illness, household 
income per capita, duration of caregiving, and access to live-in domestic helper, were 
collected. 
 
Socio-demographic characteristics and clinical data of the person with advanced 
cancer were obtained which included age, gender, religion, diagnosis, functional 
status, inpatient hospitalisation in the last eight weeks, months since diagnosis, and 
duration with home hospice. Functional status of the person with advanced cancer 
was measured using the Eastern Cooperative Oncology Group Performance Status 
Rating (ECOG-PSR) (Ellison, 1998). It consisted of one item rated on a 5-point Likert 
scale. The persons with advanced cancer were rated on whether they were fully 
independent and active (score: 0), to completely disabled (score 4). It has been used in 
studies of terminally persons to measure their functional status in previous studies (W. 
Tang, 2009; Weitzner & McMillan, 1999). Functional status and inpatient 
hospitalisation data were collected at baseline and 8th week. 
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Caregiver involvement in caregiving (Appendix 4). Caregivers’ involvement in 
caregiving was measured by the Caregiving Demands Scale (Emanuel et al., 1999) to 
understand the amount of help the caregiver provided for the person with advanced 
cancer, and the amount of time spent on caregiving daily. It consisted of 5 items. 
Items 1 to 4 were rated on a 4-point Likert scale to measure amount of help the patient 
required, while item 5 used a 3-point Likert scale to measure hours of care the 
caregiver provided every day. Higher scores represented higher involvement in 
caregiving. The questionnaire has been used in end-of-life care studies in Asia to 
measure caregiving demands of patients, with high validity reported (Cronbach’s α = 
0.87) (S. T. Tang, et al., 2008). The Chinese version of the scale was obtained from 
Taiwan (S. T. Tang, et al., 2008). Caregivers’ involvement was obtained at both 
baseline and follow-up. In this study, the Cronbach’s α is 0.59 at baseline. The 
relatively low Cronbach’s α values revealed that the questions were not largely inter-
related (Bland & Altman, 1997).  
 
Qualitative interview 
An interview guide with open-ended questions was developed to facilitate the semi-
structured interview. The following was examples of questions that guided the 
interview: 
1. Please tell me your caregiving experience since you took on the role of a 
caregiver? 
2. How has the caregiving responsibility affected your life or caused stress? 
3. How do you cope with the caregiving? 
4. How has being a caregiver benefitted you? 
5. What can be done to improve your experience with caregiving? 
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6. Is there anything you would like to add? 
 
The interview guide was developed based on the literature. Caregivers were asked on 
the stress of caregiving as much literature has concurred that caregivers experienced 
much stress (Brazil, et al., 2003; C. W. Chan & Chang, 1999; Waldrop, et al., 2005). 
Despite the stress from caregiving, caregivers developed strategies to cope with the 
caregiving (Funk, et al., 2010; Grbich, et al., 2001). Further, they were able to express 
benefits from caregiving (Aoun, Kristjanson, Hudson, et al., 2005; Funk, et al., 2010; 
Hudson, 2004). Hence, coping strategies and the benefits from caregiving were 
explored in the qualitative interviews. 
 
The questions were validated by two palliative nurses and one nursing professor prior 
to conducting the interviews. As the interview was also conducted in Mandarin, a 
Chinese version of the interview guide was prepared which was translated from the 
English version, and validated by the research team. The Chinese version of the 
interview guide is presented in Appendix 5. 
 
Ethical considerations 
Ethics approval for conducting this study was sought from the National University of 
Singapore Institutional Review Board (NUSIRB) (Approval number: 1350) 
(Appendix 6). Permission to conduct this study was also obtained from the home 
hospice organisations (HCA Hospice Care, Singapore Cancer Society, Metta Hospice, 
and Assisi Hospice). Ethical considerations were based on the principles of 
beneficence, nonmaleficience, respect for human dignity and confidentiality. 
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Beneficence and nonmaleficience 
Beneficence referred to the duty of researchers to minimise harm and to maximise 
benefits of the research (Offredy & Vickers, 2013). The benefits of the study was to 
understand caregivers’ QoL, the predictors of their QoL, and their experience. The 
findings were to develop an intervention to help support future caregivers and 
improve QoL of caregivers.  
 
The principle of nonmaleficience expounded that it was the researchers’ duty to avoid, 
prevent, or minimise any harm to participants (Offredy & Vickers, 2013). No harm 
was expected from the quantitative questionnaire surveys. The questionnaires would 
not cause any psychological harm to the participants. The participants could refuse to 
answer any question if they did not want to.  
 
For the qualitative interviews, some discomfort could arise when caregivers described 
their experience with caregiving. The participants were informed that discomfort 
could arise from the interviews, and they could choose if they wanted to participate in 
the interview. The participants were also informed that they could discontinue the 
interview if they felt discomfort or stressed. The researcher would accompany the 
participant until the participant settled down, and listen to the participant if the 
participant would like to talk about the event. The researcher has adequate ability to 
manage such events as she has previous experience in conducting qualitative 
interviews with hospice patients. In this study, she has received additional training 
from her supervisors to manage these situations. 
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With the participant’s consent, the researcher would inform the nurse in-charge about 
the incident for follow-up. The nurse-in-charge might also refer the participant to 
obtain professional counselling from the hospice counsellor if the nurse assessed that 
it was necessary, or the participant could request for professional counselling from the 
nurse-in-charge. If the participant was in distressed, the nurse-in-charge would first be 
alerted as they were the main person designated to be in-charge of the caregiver by 
the hospice. The home hospice organisation were informed beforehand to provide 
support and/or counselling for the participants if necessary. Although the caregiver 
was not a patient in the hospice, the nurse-in-charge was also responsible for the well-
being of the patient's family members. They might call the caregiver to follow-up, or 
speak to the caregiver during their next visit. This might not necessary take place 
during their shift hours as participants could be interviewed outside office hours. 
However, hospice workers are contactable 24/7, and the hospices which have agreed 
to participate in the research have offered their support to the research. Despite the 
robust measures taken for the qualitative interviews, no participant elicited distressed, 
required help from the hospice team, or dropped out from the interview because of 
distress.	  
 
Respect for human dignity 
The principle of respect for human dignity involved the right for self-determination 
and voluntary participation in the study (Offredy & Vickers, 2013). The participants 
who met the inclusion criteria were informed about the overall aims of the study and 
their involvement in data collection. A participant information sheet that summarised 
the essential components of the research was available in both English and Chinese, 
and provided to each participant prior to obtaining consent (Appendix 7).  
	   117 
Potential participants were informed the participation in the study was voluntary. 
Refusal of participation in the study would not place participants or the person they 
were caring for at a disadvantaged position. They would still receive the same 
standard care from the home hospice organisation. Participants were informed that the 
researcher was a graduate student in the Alice Lee Centre of Nursing Studies from the 
National University of Singapore, and that the study was in collaboration with the 
home hospice organisations.  
 
All caregivers were given at least one day for consideration to participate in the study. 
Written consent was taken from the participant if they were willing to participate in 
the study, and a copy of the information on the study was given to the participant. 
Permission to audio record the interview was also sought, and participants who did 
not agree to be audio-recorded were excluded from the interview.  
 
The participants were informed that they could withdraw from the research study at 
any point of time without consequences. For the quantitative survey, permission was 
sought to retain the baseline data from participants who chose to withdraw from the 
second outcome measures (8th week follow-up). If participant refused to consent for 
the data to be retained, the data was removed from the study.  
 
For the qualitative interview, participants could also choose to withdraw their data 
from the study after conducting the interview. However, no participant withdrew from 
both quantitative and qualitative components of the study. 
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Confidentiality 
All participants were informed that their identity would be kept confidential, the 
questionnaires would be numbered, and that their names would not be written on the 
survey questionnaires to ensure anonymity. The participants’ identifiable information 
such as their name and contact number were obtained so that they could be contacted 
for the follow-up surveys and interviews. For the qualitative interviews, the 
participants were reassured that their real names and identities would not be revealed 
during the transcription and report of the data, and that a pseudonym was used instead.  
 
Only the researchers involved would have access to the data collected, and the data 
would be used for research purposes only. The participants were told that all research 
data were to be kept for 10 years after the production of the thesis, and would be kept 
in a locked file cabinet in the National University of Singapore (NUS) Alice Lee 
School of Nursing Studies (ALCNS) office. Thereafter, the data would be destroyed.  
 
Data collection 
The phase 1 study was conducted from July 2011 to June 2012. Prior to the study, 
permission to conduct the study in the healthcare organisations was sought from the 
relevant people-in-charge, and ethical approval was obtained from the University.  
 
The staff members in the healthcare organisations were briefed on the aims and 
objectives of the study, the participant inclusion and exclusion criteria, and the 
participant recruitment procedure, to enable them to understand the study and their 
role in the recruitment of participants. The briefing took place in the form of a 
PowerPoint presentation during their team meeting, and the staff members were able 
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to clarify any doubts they might have. They were also provided with the information 
sheet, which contained the primary researcher’s contacts, participant inclusion and 
exclusion criteria, and the participant recruitment procedure.  
 
The staff members in the hospice organisation helped to identify potential participants, 
gave brief verbal information and a letter of invitation to the selected participants 
(Appendix 8), and asked if they were willing to participate in the study. The staff 
members informed the researcher if a caregiver was willing to participate in the study, 
and gave the potential participant’s contact number to the researcher.  
 
Caregivers were also recruited at caregiver training classes conducted by the home 
care organisations. The training class was a five-hour session conducted by the home 
hospice nurses for caregivers to learn physical skills of caregiving. The researcher 
explained the study to the caregivers who attended the classes, and caregivers who 
were interested to participate gave their name and contact number to the researcher. 
The researcher checked with the nurse in-charge or the caregivers if the caregivers 
met the inclusion criteria, before contacting the caregivers to participate in the study. 
 
After the caregiver had verbally agreed to participate in the research, the researcher 
arranged to meet with the caregiver, gave further details on the study, answered any 
question the caregiver might have, and obtained informed consent from the caregiver. 
The researcher met up with the caregivers at their homes if the caregivers were 
agreeable. Otherwise, it might take place at any area of the participants’ choice. This 
was done to ensure the convenience of the family caregivers and that the participation 
in this study did not result in addition burden to the participants. 	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The participants were informed that the study consisted of two parts – two 
questionnaire surveys at baseline and 8th week, and a face-to-face interview. The 
participants were asked whether they would like to participate in the interview at 8th 
week if they were being selected according to their CQOLC scores, and their response 
was documented in the consent form.  
 
The baseline data was conducted after obtaining the written consent. At baseline, 
caregiver and patient socio-demographic characteristics, caregiver involvement in 
caregiving, CQOLC, and SSQ were obtained.  
 
The second survey was conducted eight weeks after the first survey. The researcher 
contacted the participant and arranged to meet with the participant for the follow-up 
survey. Caregivers’ QoL, SSQ, involvement in caregiving, and patients’ ECOG-PSR 
and inpatient hospitalisation data were obtained. 
 
An individual semi-structured face-to-face interview with the 19 selected participants 
was conducted at 8th week. The interviews lasted from 30 minutes to 55 minutes. The 
interviews were conducted in English or Mandarin, depending on the participants’ 
preference. Fifteen interviews were conducted in English, and four in Mandarin. 
 
Recruitment and retention 
One hundred and four participants were approached for the study. Sixty-nine 
participants were referred by the home hospice staff, and 35 from the caregiver 
training classes. Eleven participants (10.6%) of the participants who were referred by 
the home hospice staff refused to participate after the researcher contacted them due 
	   121 
to reasons such as too busy (n=3), not interested in the study (n=6), or the patient’s 
condition suddenly deteriorated (n=2).  
 
All caregivers who gave their contact numbers in the caregiver training classes met 
the inclusion criteria and participated in the study. Of the 93 recruited, 48 of the 
participants (51.6%) completed the follow-up survey at 8th week. Forty-five 
participants (48.4%) dropped out from the study due to reasons such as the patient 
passed away, the caregiver was busy, or the patient was critically ill. Figure 3.3 
























Figure 3.3 Recruitment and participant retention 
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Data analysis 
Quantitative data analysis 
For the quantitative data, the International Business Machines Corporation Statistical 
Package for the Social Sciences Statistics (IBM SPSS Statistics) for Windows version 
18 (SPSS Inc., Chicago, IL, USA) was used. Descriptive statistics were used to 
describe the participants’ socio-demographic characteristics, and study measures. For 
continuous data, mean, standard deviation, and range of scores were calculated. For 
nominal and ordinal data, frequency count and percentages were used. The Medal 
version 12.7 (MedCalc 2014) was used to analyse normality of outcome measures and 
unstandardised residuals of the regression model. Analyses was based on intention-to-
treat (ITT). ITT would be further explained in the section on ‘management of missing 
data’.  
 
Screening and cleaning the data. The data screening process involved two steps: (1) 
To ensure the data has been typed into the computer file correctly. Missing data, 
outliers and incorrect entries were detected and corrected by double checking of each 
variable against the questionnaires twice; (2) To identify errors in the data file. 
Descriptive statistics were used for data cleaning. The data was checked for errors by 
examining frequencies and the range of minimum and maximum values (Pallant, 
2005). This method was used to detect missing data and establish whether the values 
were out of the normal range. Box plots of each outcome score also helped to identify 
any outliers. Errors in the data file were corrected accordingly.  
 
Level of significance. The level of significance is the probability that an observed 
relationship was attributed to the sampling error, also known as Type 1 error (Plichta 
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& Kelvin, 2013). The specification of an alpha level enables the researcher to control 
to risk of a Type 1 error, which would lead to the rejection of a true null hypothesis. A 
p≤0.05 was use in this study to determine if the result was significant, indicating the 
risk of making a type-I error (false positive result) was set at 5%. A 5% level of 
significance was chosen as this was the conventional value employed in health care 
researches (Plichta & Kelvin, 2013).  
 
Normality tests. The D’Agnostino-Pearson, skewness, and kurtosis tests were used to 
test for normality of  CQOLC and SSQ scores at baseline and 8th week, and the 
unstandardised residuals of the regression model. The D’Agnostino-Pearson 
normality test was used as this test was found to be more powerful for distributions 
that has slight to moderate higher kurtosis (higher than 3) (Seier, 2002), which was 
observed in the outcomes of this study. Analyses of skewness and kurtosis were 
recommended to identify symmetric distributions as they have higher power 
especially when the distribution was more peaked than the normal (Seier, 2002).  
 
The D’Agnostino-Pearson test computes a single p-value for the combination of the 
skewness and kurtosis. For the D’Agnostino-Pearson test, non-significant results 
suggested that the data are normal (Sheskin 2011). For skewness, the expected 
skewness coefficient would be zero, and values that fell within ±1 SD units indicated 
a normal distribution. For kurtosis, a curve with the standard bell shape would result 
in a value of zero, and coefficients within ±1.96 SD units indicated a normal 
distribution (Plichta & Kelvin, 2013).  
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Table 3.1 presents the normality tests at baseline and 8th week using ITT. Results 
from the normality analyses shows that the majority of the outcomes at both time 
points were normally distributed. In addition, analysis of variance (ANOVA) tests has 
been proven to be fairly robust. Hence, even if outcomes did not rigidly adhere to the 
normality assumptions required for the test, the results might still be close to the truth 
(Fagerland, 2012; Plichta & Kelvin, 2013). Therefore, parametric tests were used for 
further analysis. 
 
Table 3.1. Tests for normality of outcomes at different time points in ITT 
 Baseline (n=93) Week 8 (n=93) 
 pa Skewness Kurtosis pa Skewness Kurtosis 
CQOLC 0.63 -0.02 -0.44 0.34 -0.01 -0.59 
SSS 0.00 -1.84** 4.86** 0.00 -2.03** 5.36** 
SSN 0.09 0.51* -0.41 0.06 0.29 -0.72* 
Note. CQOLC = Caregiver Quality Of Life Index - Cancer; SSS = Social Support 
Satisfaction; SSN = Social Support Number. aD’Agostino-Pearson test. **p<0.01, 
*p<0.05. 
 
The values of the unstandardised residuals were obtained during the regression 
analysis. The test for normality of the residuals are presented in table 3.2. Normality 
test was conducted on the unstandardised residuals to check if the residuals were 
normally distributed using the D’Agnostino-Pearson test. Non-normal residuals 
indicated that the dependent variable was predicted by squared transformations of the 
independent variables (Weinberg & Abramowitz, 2008). This meant that the 
prediction values were either over- or under-estimated, but would not influence the 
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Table 3.2 Tests for normality of the unstandardised residuals from regression analysis 
 Baseline (n=93) Relative change (n=93) 
 pa Skewness Kurtosis pa  Skewness Kurtosis 
CQOLC 0.51 -0.24 -0.34 0.00 1.67** 5.69** 
Burden 0.30 -0.24 -0.51 0.00 7.85** 68.95** 
Disruptiveness 0.30 -0.38 -0.18 0.00 8.08** 70.71** 
Positive 
adaptation  
0.43 -0.31 0.09 - - - 
Financial 
concerns 
0.00 -0.19 -0.91** 0.00 6.67** 55.18** 
Note. CQOLC = Caregiver Quality Of Life Index – Cancer. aD’Agostino-Pearson test. 
**p<0.01, *p<0.05. 
 
Chi-square test. Chi-square test was used to analyse ordinal and nominal data for 
caregiver and patient characteristics. It was also used to analyse change in patient’s 
functional status and inpatient hospitalisation from baseline to 8th week.  
 
Paired t-test. Paired t-test was used to examine the changes in caregivers' QoL, SSS, 
SSN, and caregiving involvement from baseline to 8th week.  
 
Independent t-test. Independent T-test was used for analysis of continuous data that 
had two independent groups. It was used to analyse for the caregiver and patient 
characteristics which resulted in difference in retention, and the two-group factors that 
had a relationship with baseline, and relative change in QoL scores. If Levene’s test 
of equal variances was p>0.05, equal variances was assumed, and the relevant t- and 
p-values were used. However, if p<0.05, equal variances was not assumed, and the t- 
and p-values for equal variances not assumed was used. 
 
Relative change. Relative change of QoL and its subscales were analysed to compare 
the change from baseline to 8th week follow-up. Relative change was conducted by 
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calculating the change in baseline to 8th week scores, divided by baseline scores. 
Relative change was used as it enabled calculation of change based on individuals’ 
baseline scores, and was considered as a more exact representation of change 
compared to using descriptive change (Bennett & Briggs, 2011). Further, relative 
change was used instead of percentage change as total score values for the SSQ, as 
well as individual items were small, and the use of percentage change would result in 
a magnified change in scores. 
 
Analysis of variance. ANOVA was used for analysis of continuous data that had 
three or more independent groups. It was used to uncover the factors that had a 
relationship with baseline and relative change in QoL scores. For variables which 
were significant, post-hoc tests was conducted using Least Significant Difference 
(LSD) to uncover the differences between groups. ANOVA was also used to 
understand if there was difference in CQOLC and SSQ amongst the different hospice 
organisations. 
 
Correlations. Pearson’s correlations was used to understand the relationship between 
the continuous data, such as CQOLC, SSS, SSN, caregiving involvement, age, 
duration of caregiving, duration with hospice, and duration of diagnosis. 
 
Multiple regression analysis. Univariate analysis (t-test, ANOVA, correlations) was 
conducted to understand the factors that influenced CQOLC and the subscales at 
baseline, and relative change at follow-up. After the univariate analysis, multiple 
regression analysis was used to identify the predictors that were associated with the 
baseline and relative change in CQOLC and the subscales. The variables which were 
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significant in the univariate analysis were included in the regression analysis. The 
‘enter’ method in the regression analysis was used. Variance squared (R2) was used to 
determine the proportion of the variability in the independent variable accounted for 
by the dependent variable in the regression model, and higher R2 represented higher 
predictive power of the independent variables. Multicollinearity was tested using 
tolerance value, and higher tolerance indicated higher independence amongst 
variables. Tolerance values were considered low if below 0.20 (Martin & Bridgmon, 
2012), and signified that the variables were dependent. The values of the 
unstandardised residuals were also obtained, and normality tests on the 
unstandardised residuals were conducted. 
 
Multiple regression analysis was used as it allowed for the use of more than one 
independent variable to predict CQOLC (dependent variable), and shows the strength 
of relationship between the independent variables and CQOLC (Polit & Beck, 2013). 
Also, it indicated whether an independent variable was still predictive of CQOLC 
after the other independent variables are controlled, and took into account interaction 
effect within independent variables. Further, the enter method for regression analysis 
was used as it enabled the entry of all variables at the same time. Other methods 
involved the elimination of some variables in the regression model (Weinberg & 
Abramowitz, 2008). 
 
Management of missing data. Missing data frequently occur in research. Missing 
data could occur at item-level where individuals questions were not answered by the 
participants, or due to participant attrition for longitudinal research (Kneipp & 
McIntosh, 2001). In this study, there was no missing data at item-level as the 
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researcher ensured that participants completed all survey questions. Missing data in 
this study only occurred due to participant attrition.  
 
Missing data were managed using ITT. It was used to reduce power of significant of 
data attributed to small sample size from dropout (Molenberghs et al., 2004). A last 
observation carry-forward method was adopted - baseline scores were carried forward 
to follow-up scores. This was found to be the most popular method in literature (Shao 
& Zhong, 2003), and was found to be superior compared to other methods (Engels & 
Diehr, 2003). This method assumed that there was no change in participants’ score 
from baseline to follow-up (Shao & Zhong, 2003). 
 
Qualitative data 
Qualitative interviews were transcribed verbatim. Interviews that were conducted in 
Mandarin were transcribed and translated to English by the researcher who conducted 
the interview. The translation technique proposed by Maneesriwongul and Dixon 
(2004) was used to ensure credibility of the translated data. After the translation from 
Chinese to English, the English translation was then back translated to Chinese by 
another bilingual person. Another member in the research team checked for accuracy 
of translation. This was done by reading the English translation whilst listening to the 
interview recording. Four interviews were conducted in Mandarin required translation. 
 
Transcripts were coded and analysed using content analysis (Waltz, Strickland, & 
Lenz, 2005). Two research team members were involved in the data analysis. Four 
steps were involved in the analysis process. Each member read the transcript multiple 
times, and then the unit of the transcript that was related to the research question was 
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selected and reviewed. The coding for each unit was formed in relation to the 
transcript. The interpretations of codes were formed into groups of categories based 
on similarities and differences. Finally, the overall abstractions of categories were put 
into themes. The themes were then compared between both members, and agreement 
was reached on the major themes (Graneheim & Lundman, 2004). Table 3.3 presents 
an example of the coding and thematisation process.  
 
Trustworthiness of data. Trustworthiness of the study was achieved using strategies 
suggested by Lincoln and Guba (1985), which involved credibility, dependability, 
confirmability and transferability. Credibility referred to the confidence in the truth of 
the data and interpretations of them. During participant recruitment, honesty was 
ensured by giving potential participants opportunities to refuse so that interview data 
were collected from those who were genuinely willing to take part, and they were 
informed on the confidentiality of the interviews (Shenton, 2004). The participants 
were recruited from four home hospice organisations, which allowed the researchers 
to obtain a wider perspective of caregivers and reduce the effect of particular factors 
related to any one organisation (Polit & Beck, 2013). Investigator triangulation and 
method triangulation were also used to enhance credibility (Polit & Beck, 2013). 
Investigator triangulation was achieved by having the data reviewed, coded, analysed, 
and interpreted independently by both the researcher and supervisor to ensure 
consistency in the development of the subthemes and theme. Method triangulation 
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Table 3.3 Example of coding and thematisation process 
CG Code Categories Theme 
CG1 
 
Patiant fall sick stressful. Don't know what 
to do to alleviate condition is the stress 
Physical condition 
of the person with 
advanced cancer 
Sources 
of stress  
CG2 Stress because many things spoilt. The 
blinds, previously patient washed them. 
Other life stressors 
 
CG2 Maid speaks Malay, I speak to her in 
English, she cannot understand, then she 
speak Malay I don't know what she is 
referring to. This is also a kind of stress. 
Sometimes maid have requests. So I will 
feel irritated, also a stressor. 
Other life stressors 
 
CG6 Sometimes situation, condition, change, 
prepared for the emotional stress 
Physical condition 
of the person with 
advanced cancer 
CG9 Stress, wake up, don't know whether 
mother still alive 
Physical condition 
of the person with 
advanced cancer 
CG10 Patient in pain, before medicine take effect, 
feel stress. Cannot show I’m worried 
Physical condition 
of the person with 
advanced cancer 
CG10 Work stress is human related. Affects me 
physically because I need that sufficient 
rest. 
Other life stressors 
CG11 Worry she falls ill. Physical condition 
of the person with 
advanced cancer 
CG12 Sometimes do things for her, but doesn't 
help relief pain or anything. More worried 
Physical condition 
of the person with 
advanced cancer 
CG13 Not taking care I feel stress. It’s the stress 
and tension from another party. 
Conflict with other 
family members 
 
CG14 Two young kids. Sort out the other house. 
Clean up the house. 
Other life stressors  
CG19 Dilemma of whether to tell her she’s 
terminally ill and she has cancer. With her 
dementia, probably won’t register. Rest of 
family anxious her spiritual welfare and 
want to prepare her for death. Two 
opposing thoughts, which is difficult 
Conflict with other 
family members 
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Dependability referred to data stability over time and conditions, while confirmability 
referred to the neutrality of the data. Dependability and confirmability were ensured 
by developing an audit trail which consisted of raw data (field notes, interview 
transcripts), audio recording, products of data analysis and synthesis, and interview 
guides, to increase transparency of the research process. Critical self-reflection was 
used in the process of data collection and data analysis to reduce bias from self-
imposed viewpoints (Macnee & McCabe, 2008). This was done by keeping a 
reflective journal so that the researcher was constantly aware of personal experiences 
or assumptions that might affect data collection, data analysis, and interpretation of 
data (Polit & Beck, 2013).  
 
Transferability referred to the degree to which findings from the data could be 
transferred to other settings or groups. To ensure transferability, thick description of 
data was used in reporting to provide context and meaning to the text (Shenton, 2004).  
 
Appendix 9 provides the methodological documentation. Field notes are presented in 




This chapter explained the research design and methods used in phase 1 study. A 
mixed method design with longitudinal questionnaire surveys and a qualitative 
interviews was used to ensure the breadth and depth of the data collected. Univariate 
analysis was used to understand the variables that had a relationship with CQOLC and 
its subscales, and significant variables were entered into the multiple regression 
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analysis to predict a model for baseline and the relative change. An individual semi-
structured face-to-face was conducted with selected participants to explore their 
experience in caregiving. Content analysis was used for qualitative data analysis. The 
following chapter will present the findings of the phase 1 study. 
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Chapter 4 Phase 1 Results 
 
Introduction 
This chapter presents the results from the phase 1 study. The phase 1 study aims to 
understand the quality of life (QoL) of family caregivers, and to explore the 
experience of family caregivers providing care for an adult with advanced cancer at 
home with a prognosis of 3-12 months.  
 
The chapter starts with the quantitative results, which includes the caregivers’ and 
patients’ socio-demographic characteristics, and the retention. Caregivers’ QoL and 
social support at baseline and 8th week will be described, followed by the examination 
of the relationship between QoL, social support, and caregivers and patients’ socio-
demographic characteristics, and the predictors of caregivers’ QoL. Data were 
analysed using intention-to-treat (ITT) method. 
 
The findings from the qualitative interviews which describes the experience of family 
caregivers will be presented following the quantitative results. The socio-
demographic data of the participants will firstly be presented. Thereafter, the four 
themes that were generated from the data will be described: 1) Sources of stress; 2) 
Negative emotions; 3) Cope with caregiving; and 4) Positive gains from caregiving. 
  
Caregivers’ socio-demographic characteristics 
Ninety-three participants were recruited and completed the baseline measures. The 
majority of the family caregivers were females (70.97%, n=66) and married (59.14%, 
n=55). The mean age of the caregivers was 48.79 (SD=12.69; range: 21-83). Majority 
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of the caregivers were Chinese (84.9%, n=79). Eighty (86.02%) caregivers had a 
religion, of which 29 (31.18%) were Buddhist, 19 (20.43%) were Christians, 13 
(13.98%) were Islam, 6 (6.45%) were Taoist, and 13 (13.98%) were Catholics. The 
majority of the caregivers had attained tertiary education 45.16%. Half (50.54%, 
n=47) of the caregivers were holding an employment. Most of the caregivers were 
children (61.29%, n=57) or spouses (24.73%, n=23). Other caregivers were siblings 
(4.30%, n=4), niece (1.08%, n=1), daughter-in-law (6.45%, n=6), and grandchild 
(2.15%, n=2). The caregivers had been providing care for the patients for an average 
of 12.23 (SD=18.14) months. About half (53.76%, n=50) had a foreign domestic 
helper employed from Indonesia, Myanmar, or the Philippines to help caring for the 
patient. Table 4.1 summarised the socio-demographic characteristics of the caregivers. 
 
Patients’ socio-demographic characteristics and clinical data 
Two-thirds of the patients (61.29%, n=57) were females, and their mean age was 
71.81 (SD=13.35; range: 30-95). Eighty-eight (94.62%) patients had a religion, of 
which 32 (34.41%) were Buddhist, 19 (20.43%) were Christians, 13 (13.98%) were 
Islam, 10 (10.75%) were Taoist, and 14 (15.05%) were Catholics. Majority of the 
patients had an Eastern Cooperative Oncology Group Performance Status Rating 
(ECOG-PSR) of 1 (n =24, p=25.81%) or 2 (n=31, p=33.33), which signified that they 
were still fairly independent. On average, the patients had been diagnosed with cancer 
for 16.03 (SD=17.60) months. The patients had been with the home hospice services 
for an average of 4.55 (SD=6.63) months. The patients had a wide range of cancer 
diagnoses, with lung cancer (29.03%, n =27) being the highest, followed by colorectal 
cancer (16.13%, n=15). Table 4.2 summarised the socio-demographic characteristics 
and clinical data of the patients. 
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Table 4.1 Caregiver socio-demographic characteristics (N=93) 
Caregiver demographic n (%) 
Gender 
   Male 





   Mean(SD) 
   [Range] 
 
48.79 (12.69) 













   Indian 2 (2.15) 
   Caucasian 1 (1.08) 
Religion 
   None 
 
13 (13.98) 
   Buddhist 29 (31.18) 
   Christian 19 (20.43) 
   Islam 13 (13.98) 
   Taoist 6 (6.45) 
   Catholic 13 (13.98) 
Have religion  
    No 





   Primary school and below 
   Secondary school  






   Not employed 




Presence of chronic illness 
   No 












   Niece 1 (1.08) 
   Daughter-in-law 6 (6.45) 
   Grandchild 2 (2.15) 
Live-in domestic helper 
   No 




Income per capital (SGD/USD) 
   Mean (SD) 
    
  [Range] 
 
1,120.65 (1,540.23)/  
USD 862.04 (1,184.79) 
[0.00 - 8,000/ 0.00 - 6,153.85] 
Duration of caregiving provided (months) 
   Mean(SD) 
   [Range] 
 
12.23 (18.14) 
[0.00 - 97.00] 
Note. SGD = Singapore Dollar; USD = United States Dollar. Conversion of Singapore dollar to 
USD is $1.00 to $1.30. 
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Table 4.2 Patient socio-demographic characteristics and clinical data (N=93) 
Patient demographic n (%) 
Gender 
   Male 





   Mean (SD) 
   [Range] 
 
71.81 (13.35) 
[30.00 - 95.00] 
Religion  
    None 
  Buddhist 
  Christian 
  Islam 
  Taoist 
  Catholic 
Have religion  
    No 












   0 Fully active, able to carry on all pre-disease performance without  
      restriction  
   1 Restricted in physically strenuous activity but ambulatory and able to  
       carry out work of a light or sedentary nature 
   2 Ambulatory and capable of all self-care but unable to carry out any  
      work activities.  
   3 Capable of only limited self-care, confined to bed or chair more than  
      50% of waking hours  
   4 Completely disabled. Cannot carry on any self-care. Totally confined to  











Inpatient hospitalisation last 8 weeks (Baseline) 
   No 





   Lung 
   Colorectal 
   Ear, nose, throat (ENT) 
   Female reproductive system 
   Liver 
   Breast 
   Stomach 
   Brain 











Months since diagnosis 
   Mean(SD) 
   [Range] 
 
16.03 (17.60) 
[0.75 - 97.00] 
Duration with home hospice (months) 
   Mean(SD) 
   [Range] 
 
4.55 (6.63) 
[0.00 - 33.00] 
Note. ECOG-PSR = Eastern Cooperative Oncology Group Physical Status Rating. Measures patient’s 
physical functional status. 
 
Retention 
The demographic characteristics of the participants who completed follow-up at 8th 
week and the dropout groups were compared to understand if there were differences 
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between the two groups. The results showed no significant difference in all 
demographic characteristics between the two groups: age (t=0.25, p=0.80), gender 
(χ2=1.80, p=0.18), marital status (χ2=0.03, p=0.87), race (χ2=3.01, p=0.39), religion 
(χ2=2.33, p=0.80), relationship with patient (χ2=7.57, p=0.18), education (χ2=3.27, 
p=0.20); and patients’ demographics: age (t=-0.53, p=0.60), gender (χ2=0.45, p=0.50) 
and religion (χ2=3.58, p=0.61). However, higher dropout was associated with 
significantly higher positive adaptation scores (t=2.10, p=0.04) and higher social 
support number (t=2.08, p=0.04) at baseline. The comparison between participants 
who completed the follow-up and dropouts are presented in table 4.3. 
 
Chi-square test was used to examine if there was any difference in dropout rate 
among the hospices. The results showed no significant difference in dropout among 
the four hospices (χ2=5.78, p=0.12). The number of dropout from the home hospices 
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Table 4.3	  Comparison between participants who follow-up and dropout	  
Items Follow-up 
Mean (SD)/  
n (%) 
Drop-out 
Mean (SD)/  
n (%) 
t/χ2 p 
CQOLC (baseline) 85.21 (22.98) 85.89 (23.77) t=-0.14 0.90 
  Burden (baseline) 22.31 (9.66) 22.00 (9.65) t =-0.16 0.88 
  Disruptiveness (baseline) 17.77 (6.69) 17.91 (6.75) t =0.10 0.92 
  Positive adaptation (baseline) 18.13 (6.26) 20.69 (5.48) t =2.10 0.04 
  Finance (baseline) 7.21 (4.45) 6.49 (4.41) t =-0.78 0.44 
SSS (baseline) 29.58 (6.85) 31.09 (4.92) t =1.22a 0.22 
SSN (baseline) 13.38 (8.67) 17.40 (10.00) t =2.08 0.04 
Caregiver demographics     
    Age 48.65 (12.35) 49.31 (13.19) t =0.25 0.80 
    Gender 
       Male 








    Marital status 
      Single 








    Race 
      Chinese 
      Malay 
      Indian 












    Religion 
      None 
      Buddhist 
      Christian 
      Islam 
      Taoist 
















    Education 
      Primary school and below 
      Secondary (O/N level) 










    Employment status 
      Employed   








    Presence of chronic illness 
       No 








    Relationship with patient 
       Child 
       Spouse 
       Sibling 
       Niece 
       Daughter-in-law 
















    Live-in domestic helper 
       No 








    Income per capita 1301.56 
(1730.94) 
927.67 (1298.49) t =-1.18a 0.24 
    Duration of caregiving 14.03 (21.34) 10.31 (13.92) t =-0.98 0.33 
    Caregiving involvement (baseline) 5.42 (2.28) 5.64 (2.31) t =0.48 0.63 
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Patient demographics     
    Age 72.52 (13.43) 71.04 (13.38) t =-0.53 0.60 
    Gender 
       Male 








    Religion 
      None 
      Buddhist 
      Christian 
      Islam 
      Taoist 
















    Diagnosis 
       Lung 
       Colorectal 
       Ear, nose, throat (ENT) 
       Female reproductive system 
       Liver 
       Breast 
       Stomach 
       Brain 






















    ECOG-PSR (baseline) 
       0 
       1 
       2 
       3 














 Inpatient hospitalisation last 8 weeks 
(baseline) 
      No 










    Month since diagnosis 14.75 (16.83) 17.39 (18.47) t =0.72 0.47 
    Duration with home hospice 4.47 (6.38) 4.65 (6.96) t =0.48 0.63 
Note. CQOLC = Caregiver Quality Of Life Index – Cancer; SSS = Social Support Satisfaction; SSN = 
Social Support Number; ECOG-PSR = Eastern Cooperative Oncology Group Physical Status Rating. 




Table 4.4 Dropout by home hospice and reasons 










HCA 61 34 (55.74) 22 (36.06) 3 (4.92) 1 (1.64) 1 (1.64) 
Assisi 16 4 (25.00) 3 (18.75) 5 (31.25) 3 (18.75) 1 (6.25) 
Metta 10 6 (60.00) 1 (10.00) 2 (20.00) 1 (10.00) 0 (0.00) 
SCS 6 4 (66.76) 0 (0.00) 2 (33.33) 0 (0.00) 0 (0.00) 
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Caregiver involvement in caregiving and patient clinical data 
The results showed that there was no significant difference in total caregiver 
involvement scores and in the individual items from baseline to follow-up (table 4.5). 
Overall, there was a slight increase in involvement in caregiving from baseline to 8th 
week but the differences were not significant. An analysis of individual items found 
an increase in scores for item 1 (Caregiving in assistance for daily living in the past 
month) and item 4 (Caregiving in assistance for health care in the past month) though 
not significant. These showed that caregivers provided more caregiving for the patient 
in the past month in assistance for daily living and health care such as giving 
medication to patients and managing their health care appointments. 
 
There was a decrease in scores for item 2 (Caregiving in assistance for housekeeping 
in the past month), item 3 (Caregiving in assistance for transportation in the past 
month), and item 5 (Time spent in caregiving every day in the past month), though 
not significant. These showed that caregivers provided less assistance in 
housekeeping and transportation for the patient in the last month.  
 
Patient ECOG-PSR functional status declined significantly (χ2=38.06, p<0.01) from 
baseline to 8th week. There was no significant change in inpatient hospitalisation in 
the last eight weeks (χ2=0.34, p=0.56) (table 4.6).




Table 4.5 Caregivers’ involvement in caregiving 
  Baseline caregiving 
involvement 
8th week caregiving 
involvement 

















1. Caregiving in assistance for 
daily living in the past month 











2. Caregiving in assistance for 
housekeeping in the past month 











3. Caregiving in assistance for 
transportation in the past month 











4. Caregiving in assistance for 
health care in the past month 











5. Time spent in caregiving 
every day in the past month 











Total caregiving involvement 
score 
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Table 4.6 Patient functional status and inpatient hospitalisation 
 Baseline 8th week Change   
 n (%) n (%) n (%) χ2	   p	  
ECOG-PSR    
   0  
   1 
   2  
   3 






















   No 














Note. ECOG-PSR = Eastern Cooperative Oncology Group Physical Status Rating. 
Measures patient’s physical functional status. 
 
Caregivers’ QoL 
At baseline, the caregivers’ mean total Caregiver Quality of Life Index - Cancer 
(CQOLC) scores was 85.54 (SD=23.24; range=26.00-131.00) out of a possible total 
scores of 140 which could be considered as average (Table 4.7). There was no 
significant difference (t=-1.62, p=0.11) between the baseline and the 8th week follow-
up total CQOLC scores though there was a slight increase in scores at 8th week 
(Mean=87.76, SD=23.41). There was no significant difference between CQOLC at 
baseline (F=0.88, p=0.46) and 8th week (F=1.02, p=0.39) when compared among the 
four home hospices. There was no difference in relative change in participants’ 
CQOLC from the four different home hospices (F=0.26, p=0.86). 
 
Within subscales, there was no significant change in scores from baseline to 8th week 
(burden: t=-1.86, p=0.07, disruptiveness: t=-1.38, p=0.17, positive adaptation: t=0.39, 
p=0.70, financial concerns: t=-0.66, p=0.51). Comparing the transformed scores, at 
baseline and 8th week, the positive adaptation domain scored the highest which 
suggested that caregivers had high positive adaption, and the burden domain scored 
the lowest which indicated that caregivers had high levels of burden. At 8th week, 
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there was a slight increase in scores for burden, disruptiveness, and financial concern 
subscales, which reflected a reduction in burden, disruptiveness, and financial 
concerns even though the increase was not significant. There was a reduction in the 
positive adaption domain scores at 8th week when compared to baseline measure but 
the reduction was not significant.  
 
Although there was no significant change in the CQOLC scores and the subscales 
between baseline and 8th week, analysis of individual items found statistically 
significant increase of scores in three items – item 17 (I feel guilty) (t=-2.32, p=0.02), 
item 20 (I worry about the impact my loved one's illness has had on my children or 
other family member) (t=-2.88, p<0.01) and item 25 (I fear the adverse effects of 
treatment on my loved one) (t=-2.29, p=0.02) (Table 4.8). This reflected that 
caregivers had a reduction in guilt, worry less about the impact of the patient’s illness 
had on their children or other family members, and had less fear on the adverse 
effects of treatment. 
 
Table 4.7 CQOLC scores and subscales  
  Baseline 8th Week Paired t-test 
from baseline 



















     
  Burden 
  
  Disruptiveness     
  (transformed) 
  Positive  
  adaptation  
  (transformed) 
  Financial     
  concerns     

































































































Note. CQOLC = Caregiver Quality Of Life Index - Cancer 
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1. It bothers me that my 









































5. It is a challenge to 






















7. I am concerned about not 











8. My economic (financial) 





















10. I have more of a positive 
outlook on life since my 










11. My level of stress and 





















13. It bothers me, limiting 






























16. I get support from my 





































20. I worry about the impact 
my loved one's illness has 











21. I have difficulty dealing 
with my loved one's 
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22. I have developed a closer 











23. I feel adequately 











24. It bothers me that I need 
to be available to accompany 











25. I fear the adverse effects 










   -2.29 0.02 
26. The responsibility I have 
for my loved one's care at 









-1.75  0.08 
27. I am glad that my focus 






















29. It bothers me that my 










30. The need to protect my 










31. It upsets me to see my 










32. The need to manage my 






















34. I am satisfied with the 











35. It bothers me that other 
family members have not 
shown interest in taking care 










Note. CQOLC = Caregiver Quality Of Life Index – Cancer. 
 
Caregivers’ social support 
Caregivers’ social support satisfaction (SSS) and social support number (SSN) are 
presented in table 4.9. In general, caregivers were quite satisfied with their social 
support (Baseline: Mean=30.30, SD=6.02; 8th week: mean=30.27, SD=6.18). The 
differences between baseline and 8th week did not reach a significant level (t=0.09, 
p=0.93). There was no significant difference in SSS between all four home hospices 
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at baseline (F=1.21, p=0.31) and 8th week (F=1.77, p=0.16). The relative change in 
SSS was also found to be similar (F=0.11, p=0.95). 
 
For SSN, caregivers had a total of 15.32 (SD=9.51) persons providing support at 
baseline, and 15.49 (SD=0.86) at 8th week out of a maximum of 36. On average, there 
was 2.55 (SD=1.59) persons providing support to them for each of the items at 
baseline (out of a maximum of 6), and 2.58 (SD=1.64) at 8th week (table 4.10). There 
was a slight increase in social support number, but was not significant (t=-0.45, 
p=0.66). There was no significant difference in SSN among the four home hospices at 
baseline (F=0.27, p=0.85) and follow-up (F=0.50, p=0.68). The relative change in 
SSN was also found to be similar (F=0.37, p=0.77). 
 
A detailed analysis of individual items on SSS and SSN is presented in table 4.10. 
There was no significant difference between the two time measures. For social 
support satisfaction, caregivers were most satisfied with item 3 (Who accepts you 
totally, including both your worst and your best points?) for both baseline and 8th 
week. They were least satisfied with item 2 (Who can you really count on to help you 
feel more relaxed when you are under pressure or tense?) at baseline, and item 6 
(Who can you count on to console you when you are very upset?) at 8th week. 
 
At baseline and 8th week there was an average of 2.55 and 2.58 persons providing 
support to them for each of the item. Caregivers received most support for item 1 
(Who can you count on to distract you from your worries when you feel under stress?) 
for both baseline and 8th week. They obtained least support for item 2 (Who can you 
really count on to help you feel more relaxed when you are under pressure or tense?) 
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at baseline, and item 4 (Who can you really count on to care about you, regardless of 
what is happening to you?) at 8th week. 
 
 
Table 4.9 SSS and SSN 











































































Note. SSS = Social Support Satisfaction; SSN = Social Support Number. 








































1. Who can you count on to 
distract you from your worries 


















2. Who can you really count 
on to help you feel more 
relaxed when you are under 


















3. Who accepts you totally, 
including both your worst and 


















4. Who can you really count 
on to care about you, 
regardless of what is 


















5. Who can you really count 
on to help you feel better when 



















6. Who can you count on to 



















Note. SSS = Social Support Satisfaction; SSN = Social Support Number. 
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The caregivers largely obtained social support from their family members, such as 
their spouses (baseline: 10.39%, 8th week: 10.34%), siblings (baseline: 26.88%, 8th 
week: 25.74%), parents (baseline: 4.77%, follow up: 5.07%), children (baseline: 
15.65%, follow up: 15.12%), and extended family members which included in-laws, 
cousins, uncle/aunt, grandparents and grandchildren (baseline: 8.42%, follow up: 
9.09%). Caregivers also obtained support from friends (baseline: 32.63%, follow up: 
33.10%), and less frequently, healthcare workers (baseline: 0.42%, follow up: 0.21%) 
and other people (baseline: 0.84%, follow up: 1.32%). The persons providing social 
support are presented in table 4.11.  
 
At baseline, spouses and parents scored the highest in item 3 (Who accepts you totally, 
including both your worst and your best points?), which reflected that caregivers 
believed that their spouses and parents accepted them totally. Sibling scored highest 
in item 1, which reflected that they turned to their siblings when they were under 
stress. Extended family member and child scored highest in item 4, which reflected 
that they believed that their extended family members and children could care for 
them regardless what was happening to them. Friends scored highest in item 6 (Who 
can you count on to console you when you are very upset?), which reflected that they 
sought consolation from their friends when they were very upset. Healthcare workers 
had a tie in both items 1 and 2, which reflected that healthcare workers could help 
distract them from their worries when they were under stress, and helped them feel 
more relaxed when they were under pressure or tense.  
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Person n (%) n (%) n (%) n (%) n (%) n (%) n (%) n (%) n (%) n (%) n (%) n (%) n (%) n (%) 
































Parent 10 (0.70) 7 (0.49) 18 (1.26) 14 (0.98) 8 (0.56) 11 (0.77) 68 (4.77) 10 
(0.69) 




6 (0.42) 13 
(0.90) 
73 (5.07) 
Child 36  
(2.52) 






















































3 (0.21) 3 (0.21) 0 (0.00) 0 (0.00) 0 (0.00) 0 (0.00) 6 (0.42) 2 (0.14) 1 (0.07) 0 (0.00) 0 (0.00) 0 (0.00) 0 (0.00) 3 (0.21) 
Others 3 (0.21) 4 (0.28) 2 (0.14) 0 (0.00) 2 (0.14) 1 (0.07) 12 (0.84) 3 (0.21) 5 (0.35) 2 (0.14) 2 (0.14) 4 (0.28) 3 (0.21) 19 (1.32) 
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Analysis of variables at baseline 
Correlations among variables at baseline 
The correlations between CQOLC, Social Support Questionnaire (SSQ) caregiver and 
patient demographics at baseline are presented in table 4.12. Pearson’s correlations 
between CQOLC scores and the subscales found that CQOLC correlated with burden 
subscale (r=0.84, p<0.01), disruptiveness subscale (r=0.86, p<0.01), positive 
adaptation subscale (r=0.25, p=0.02) and financial concerns subscale (r=0.64, p<0.01). 
Higher burden, disruptiveness, positive adaptation and financial concerns correlated 
with higher CQOLC scores. Lower burden, disruptiveness, financial concerns, and 
higher positive adaptation were associated with higher QoL. Within subscales, burden 
correlated with disruptiveness (r=0.66, p<0.01) and financial concerns (r=0.64, 
p<0.01). Lower burden was associated with lower disruptiveness and financial 
concerns. Disruptiveness correlated with financial concerns (r=0.45, p<0.01). Higher 
financial concerns was associated with higher disruptiveness. Other variables that 
correlated with CQOLC scores included SSS (r=0.44, p<0.01), caregiver age (r=0.30, 
p<0.01), and patient age (r=0.34, p<0.01). Caregivers with higher social support 
satisfaction, older caregivers, and caregivers of an older patient had higher QoL 
scores. 
 
For the CQOLC subscales, burden subscale correlated with SSS (r=0.24, p=0.02), 
caregiver age (r=0.23, p=0.03) and patient age (r=0.33, p<0.01). Caregivers with 
higher social support satisfaction, older caregivers, and caregivers of an older patient 
had higher burden (which represented lower perceived burden). Disruptiveness 
subscale also correlated with SSS (r=0.27, p=0.01), caregiver age (r=0.26, p=0.01) 
and patient age (r=0.27, p=0.01). Caregivers with higher social support satisfaction, 
	   	   	  
	   	   	   152 
older caregivers, and caregivers of an older patient had higher disruptiveness (which 
represented lower disruptiveness). Positive adaptation subscale correlated with SSS 
(r=0.47, p<0.01) and SSN (r=0.38, p<0.01). Caregivers with higher social support 
satisfaction and number had higher positive adaptation. Financial concerns subscale 
correlated with SSS (r=0.30, p<0.01), SSN (r=0.22, p=0.03), caregiver age (r=0.23, 
p=0.03), income per capital (r=0.29, p=0.01), caregiver involvement in caregiving 
(r=-0.21, p=0.04), patient age (r=0.38, p<0.01) and duration with home hospice (r=-
0.21, p=0.04). Caregivers with higher social support satisfaction and number, income 
per capital, older caregivers, and lower involvement in caregiving, and shorter 
duration with home hospice, had higher financial concerns (which represented lower 
financial concerns). 
 
Caregiver SSS correlated with SSN (r=0.37, p<0.01), caregiver age (r=0.28, p=0.01), 
and patient age (r=0.30, p<0.01). Caregivers with higher social support number, older 
caregivers, and caregivers of an older patient had higher social support satisfaction. 
 
Caregiver age correlated with patient age (r=0.31, p<0.01), and duration of caregiving 
(r=0.22, p=0.03). Older caregivers were providing care for an older patient, and had 
been providing care for a longer duration. Income per capita correlated with duration 
of caregiving (r=0.36, p<0.01). Caregivers who had been providing care for a longer 
duration had higher income per capita.  
 
Duration of caregiving correlated with months since diagnosis (r=0.24, p=0.02) and 
duration with home hospice (r=0.37, p<0.01). Caregivers of a patient who had been 
diagnosed for a longer period, and had been with the home hospice for a longer 
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duration, had been providing care for a longer duration. Months since diagnosis 
(r=0.36, p<0.01) correlated with duration with home hospice. Patients who had been 
diagnosed with a longer period were with the home hospice for a longer duration.  
 
T-test and ANOVA for CQOLC and subscales at baseline 
The relationship between caregiver socio-demographic characteristics with CQOLC 
scores and subscales at baseline using t-test and analysis of variance (ANOVA) are 
presented in table 4.13, and the relationship between patient socio-demographic 
characteristics with CQOLC scores and subscales at baseline using t-test and ANOVA 
are presented in table 4.14. The results of t-test and ANOVA found no significant 
difference in caregiver and patient demographics with the CQOLC scores at baseline. 
However, there were significant differences in the subscales. 
 
For burden subscale, there were significant differences found in caregiver religion 
(F=3.44, p=0.01). Post-hoc test using LSD found that caregivers who were Taoist had 
lower burden subscale (which represented higher burden) when compared with all 
other religions (no religion: p<0.01; Buddhist: p<0.01; Christian: p<0.01; Catholic: 
p<0.01) except Islam (p<0.01). Caregivers who were practicing Islam had lower 
burden subscale when compared with Buddhist (p=0.03) and Catholic (p=0.03).  
For disruptiveness subscale, only caregiver relationship with the patient (F=2.33, 
p=0.05) was significant. 
 
Caregivers’ religion (F=5.64, p<0.01), caregiver who had a religion or not (t=-4.60), 
caregiver with chronic illness (t=-2.26, p=0.03), patient who had a religion or not (t=-
2.76, p=0.01), and patient’s ECOG-PSR at baseline (F=2.97, p=0.02) had a significant 
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relationship with positive adaptation subscale . For caregiver religion, post-hoc using 
LSD test showed that caregivers who reported ‘none’ for religion had lower positive 
adaptation compared with those who reported a religion (Buddhist: p<0.01, Christian: 
p<0.01, Islam: p<0.01, Taoist: p=0.02, and Catholic: p=0.03). Catholics had 
significant higher scores in positive adaptation compared to Islam (p=0.03).  
 
For patient ECOG-PSR, the LSD test could not be conducted due to fewer than 2 
counts in the ‘0’ score. After removal of the ‘0’ score, higher positive adaptation 
subscale score was found for caregivers of patients who scored ‘1’, ‘3’ and ‘4’ 
compared to those who scored ‘2’ (‘1’: p=0.01, ‘3’: p=0.03, ‘4’:p=0.03). This meant 
that caregivers who were caring for a person who scored ‘2’ for ECOG-PSR had 
lower positive adaptation compared with those who scored 1’, ‘3’ and ‘4’.  
 
Live-in domestic helper was found to have significant relationship with financial 
concerns. Caregivers who had lived-in domestic helper scored higher in the financial 
concerns subscale (which represented that they had less financial concerns) than those 
who did not have a live-in domestic helper (t=-2.21, p=0.03). 
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Baseline 
burden 0.84* 1 
            
Baseline 
disruptiveness 0.86** 0.66** 1 






-0.13 0.10 1 
          
Baseline 
financial 
concerns 0.64** 0.55** 0.45** -0.13 1 
         
Baseline SSS 0.44** 0.24* 0.27* 0.47** 0.30** 1         
Baseline SSN 0.15 -0.01 -0.04 0.38** 0.22* 0.37** 1        
Caregiver age 0.30** 0.23* 0.26* 0.16 0.23* 0.28* 0.11 1       
Income per 
capita 0.14 0.08 0.07 -0.07 0.29** 0.16 0.18 -0.01 1 
     
Duration of 
caregiving 0.03 0.07 0.07 -0.09 0.01 -0.02 0.04  0.22* 0.36** 1 




at baseline -0.15 -0.16 - 0.19 0.11 -0.21* -0.06 0.04 -0.03 -0.19 -0.01 1 
   
Patient age 0.34** 0.33** 0.27** -0.03 0.38** 0.30** 0.09 0.31** 0.18 0.01 -0.07 1   
Months since 
diagnosis -0.10 0.06 -0.11 -0.14 -0.02 -0.20 -0.03 0.13 0.10 0.24* -0.06 -0.13 1 
 
Duration with 
home hospice -0.08 0.11  -0.10  -0.07  -0.21* -0.19 -0.15  0.03  -0.08  0.37** 0.07  
 
-0.17 0.36** 1 
Note. CQOLC = Caregiver Quality Of Life Index - Cancer; SSS = Social Support Satisfaction; SSN = Social Support Number.**p<0.01, *p<0.05. 
	   	   	   	  
	   	   	  	   	  
156 
Table 4.13 Relationship between caregiver socio-demographic characteristics with CQOLC and subscales at baseline using t-test and ANOVA 





d/f t/F p Mean 
(SD) 
d/f t/F p Mean 
(SD) 
d/f t/F p Mean 
(SD) 
d/f t/F p Mean 
(SD) 
d/f t/F p 
Gender 
     Male 
      


























91 t=-1.36 0.18 
Marital status 
   Single 
 


























91 t=-0.89 0.38 
Race 
   Chinese 
 
   Malay 
 
   Indian 
 









































92 F=2.01 0.11 
Religion  
     None 
 
     Buddhist 
 
     Christian 
 
     Islam 
 
     Taoist 
 








































































Have religion  
      No 
 




























91 t=0.32 0.76 
Education 
     Primary  




92 F=0.53 0.59  
 
24.38 
92 F=1.54 0.22  
 
18.69 
92 F=1.34 0.23  
 
19.31          
92 F=0.00 1.00  
 
4.69 
92 F=2.73 0.07 
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     below 
     Secondary  
     school  
     Tertiary  




























     Not  
     employed 






































     No 
 





































91 t=1.41 0.16 
Relationship 
with patient 
  Child 
 
  Spouse 
 
     Sibling 
    
     Niece 
 
     Daughter- 
     in-law          
     Grand- 








































































91 F=0.91 0.48 
Live-in    
domestic   
helper 
    No 
 




































91 t=-2.21 0.03 
Note. CQOLC = Caregiver Quality Of Life Index - Cancer. a Equal variances not assumed. 
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Table 4.14 Relationship between patient socio-demographic characteristics with CQOLC and subscales at baseline using t-test and ANOVA 





d/f t/F P Mean 
(SD) 
d/f t/F p Mean 
(SD) 
d/f t/F p Mean 
(SD) 
d/f t/F p Mean 
(SD) 
d/f t/F p 
Gender 
     Male 
 





























91 t=-1.11 0.27 
Religion  
      None 
 
    Buddhist 
 
    Christian 
 
    Islam 
 
    Taoist 
 



































































92 F=1.48 0.21 
Have religion  
      No 
 


























91 t=-0.14 0.89 
ECOG-PSR 
(baseline) 
     0  
 
     1  
 
     2  
 
     3  
 






























































92 F=0.75 0.56 
Inpatient 
hospitalisation 






















91 t=-0.79 0.43 
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      No 
      






















     Lung 
 
     Colorectal 
 
     Ear, nose,  
     throat  
     (ENT) 
     Female  
     reproduc-   
     tive system 
     Liver 
 
     Breast 
 
     Stomach 
      
     Brain 
 

















































































































92 F=0.15 0.99 
Note. CQOLC = Caregiver Quality Of Life Index - Cancer; ECOG-PSR = Eastern Cooperative Oncology Group Physical Status Rating. Measures patient’s physical functional status. a Equal variances 
not assumed. 
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Predictors of CQOLC at baseline 
All the significant variables (SSS, caregiver age, and patient age) were included in the 
analysis to identify a model to predict CQOLC (Table 4.15). The results showed that 
SSS (β=0.50, p<0.01), and patient age (β=-0.32, p=0.01) were significant variables 
that predict CQOLC in the model. This implied that caregivers who had higher social 
support satisfaction, and caregivers of an older patient had higher QoL. These 
predictors contributed to 95% of the variance in the model. Normality test of 
unstandardised residuals showed that the model was normally distributed using 
D’Agnostino-Pearson test (p=0.51), skewness (-0.24) and kurtosis (-0.34).  
 
Although caregiver age was found to correlate with QoL in the univariate analysis, it 
was not significant in the multiple regression model (β=0.17, p=0.09). The lack of its 
predictive value is likely because of intercorrelations with patients’ age (r=0.31, 
p<0.01). SSS was also found to correlate with caregiver age (r=0.28, p<0.01) and 
patient age (r=0.30, p<0.01). The dependent relationship amongst the predictors was 
also reflected in the low tolerance value of SSS (0.06), caregiver age (0.04), and 
patient age (0.04). 
 
Table 4.15 Multiple regression analysis on predictors of CQOLC at baseline 
Predictor  Standardised β t p Tolerance 
Caregiver age 0.17 1.70 0.09 0.06 
Patient age 0.32 2.67 0.01 0.04 
SSS (baseline) 0.50 4.45 <0.01 0.04 
Note. SSS = Social Support Satisfaction. Adjusted R2=0.95, F=567.07, Tolerance 
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Predictors of burden subscale at baseline 
All the significant variables (caregiver age, caregiver religion, patient age, and SSS) 
were included to identify a model to predict burden (Table 4.16). The results showed 
that only patient age (β=0.58, p<0.01) was significant in the model. This implied that 
caregivers of an older person had higher burden scores (which represented lower 
burden). These predictors contributed to 87% of the variance in the model. Normality 
test of unstandardised residuals showed that the model was normally distributed using 
D’Agnostino-Pearson test (p=0.30), skewness (-0.24), and kurtosis (-0.51). Religion 
had a tolerance of (0.35) which reflected its greater independence with caregiver age 
and patient age. The tolerance was low for caregiver age (0.06) and patient age (0.04), 
and SSS (0.04) as they were highly correlated. 
 
Table 4.16 Multiple regression analysis on predictors of burden at baseline 
Predictor Standardised β t p Tolerance 
Caregiver age 0.24 1.46 0.15 0.06 















Note. SSS = Social Support Satisfaction. Adjusted R2=0.87, F=149.48, Tolerance 
value close to 1 refer to more independent with other determinants, Model is 
significant p<0.01. a0=none, 1=Buddhist, 2=Christian, 3=Islam, 4=Taoist, 5=Catholic 
 
Predictors of disruptiveness subscale at baseline 
All the significant variables (caregiver age, caregiver relationship with patient, patient 
age, and SSS) were included to identify a model to predict disruptiveness (Table 4.17). 
The results showed that patient age (β=0.39, p=0.03) and SSS (β=0.39, p=0.03) were 
significant variables in the model. This implied that caregivers of an older person and 
higher social support satisfaction had higher disruptiveness scores (which represented 
lower disruptiveness). These predictors contributed to 89% of the variance in the 
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model. Normality test of unstandardised residuals showed that the model was 
normally distributed using D’Agnostino-Pearson test (p=0.30), skewness (-0.38), and 
kurtosis (-0.18).  
 
Table 4.17 Multiple regression analysis on predictors of disruptiveness at baseline 
Predictor Standardised β t p Tolerance 
Caregiver age 0.22 1.57 0.12 0.06 















SSS (baseline) 0.39 2.29 0.03 0.04 
Note. Note. SSS = Social Support Satisfaction. Adjusted R2=0.89, F=191.60, 
Tolerance value close to 1 refer to more independent with other determinants, Model 
is significant p<0.01. a1=Child, 2=Spouse, 3=Sibling, 4=Niece, 5=daughter-in-law, 
6=grandchild 
 
Predictors of positive adaptation subscale at baseline 
All the significant variables (caregiver religion, caregiver with a religion, presence of 
chronic illness, patient with religion, patient ECOG-PSR, SSS and SSN) were 
included to identify a model to predict positive adaptation (Table 4.18). The results 
showed that caregiver who had a religion (β=0.32, p<0.01), SSS (β=5.47, p<0.01) and 
SSN (β=2.10, p=0.04) were significant variables in the model. This implied that 
caregivers with who had a religion, and who had higher social support satisfaction 
and number had higher positive adaptation. These predictors contributed to 95% of 
the variance in the model. Normality test of unstandardised residuals showed that the 
model was normally distributed using D’Agnostino-Pearson test (p=0.43), skewness 
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Table 4.18 Multiple regression analysis on predictors of positive adaptation at 
baseline 
Predictor Standardised β t p Tolerance 
Caregiver religiona -0.08 -1.58 0.12 0.25 
Caregiver have religionb 
Presence of chronic illnessc 

































Note. Note. SSS = Social Support Satisfaction; SSN = Social Support Number; 
ECOG-PSR = Eastern Cooperative Oncology Group Physical Status Rating. 
Measures patient’s physical functional status. Adjusted R2=0.95, F=232.51, Tolerance 
value close to 1 refer to more independent with other determinants, Model is 
significant p<0.01. a0=none, 1=Buddhist, 2=Christian, 3=Islam, 4=Taoist, 5=Catholic. 
b0=no religion, 1=have religion, c0=no chronic illness, 1=have chronic illness. d0=no 
religion, 1=have religion. 
 
Predictors of financial concerns subscale at baseline 
All the significant variables (live-in domestic helper, caregiver age, income per capita, 
caregiver involvement in caregiving, patient age, duration with home hospice, SSS, 
and SSN) were initially included to identify a model to predict financial concerns. 
However, caregiver with live-in domestic helper and SSS were removed from the 
model as they were not significant in the model, and the unstandardised residuals 
showed the model to be not normally distributed. The resulting model included 
caregiver age, income per capital, caregiver involvement in caregiving, patient age, 
duration with home hospice, and SSN (Table 4.19).  
 
The results showed that only patient age (β=0.69, p<0.01) had a significant 
relationship with financial concerns, and caregivers of an older patient had higher 
financial concerns score (which represented lower financial concerns). These 
predictors contributed to 77% of the variance in the model. Normality test of 
unstandardised residuals showed that the model was not normally distributed using 
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D’Agnostino-Pearson test (p<0.01), but normally distributed using skewness (-0.19), 
and kurtosis (-0.91).  
 
Table 4.19 Multiple regression analysis on predictors of financial concerns at baseline 
Predictor Standardised β t p Tolerance 
Caregiver age 







































Note. SSN = Social Support Number. Adjusted R2=0.77, F=53.39, Tolerance value 
close to 1 refer to more independent with other determinants, Model is significant 
p<0.01. 
 
Analysis of variables at relative change 
Correlations among variables for relative change 
The correlations between relative change in CQOLC, SSQ, caregiver and patient 
demographics are presented in table 4.20. Pearson’s correlations between CQOLC 
scores and the subscales found that CQOLC correlated with burden (r=0.55, p<0.01), 
disruptiveness (r=0.44, p<0.01) and financial concerns (r=0.21, p=0.04). Higher 
positive relative change in burden, disruptiveness, and financial concerns were 
associated with higher positive relative change in CQOLC scores. Within subscales 
scores, positive adaptation correlated with financial concerns (r=-0.30, p<0.01). 
Higher positive relative change in positive adaptation was associated with negative 
relative change in financial concerns (which represented higher financial concerns). 
Other variables that correlated with CQOLC scores included relative change in SSS 
(r=0.60, p<0.01) and SSN (r=0.61, p<0.01). Caregivers with higher positive relative 
change in social support satisfaction and social support number had higher positive 
relative change in CQOLC scores. 
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For the CQOLC subscales, burden subscale correlated with SSS (r=0.31, p<0.01) and 
SSN (r=0.26, p=0.01). Caregivers with higher positive relative change in social 
support satisfaction and number had higher positive relative change in burden scores 
(which represented lower burden). Disruptiveness subscale also correlated with SSS 
(r=0.26, p=0.01) and SSN (r=0.25, p=0.02). Caregivers with higher positive relative 
change in social support satisfaction and social support number had higher relative 
positive change in disruptiveness subscale (which represented lower disruptiveness). 
Positive adaptation subscale correlated with caregiver age (r=0.23, p=0.02) and 
patient age (r=0.24, p=0.02). Older caregivers and caregivers of an older patient had 
higher positive relative change in positive adaptation scores. Financial concerns 
scores had a correlation with caregiver involvement in caregiving at 8th week (r=0.22, 
p=0.03) and relative change in involvement in caregiving (r=0.26, p=0.01). 
Caregivers with higher involvement in caregiving and higher relative change in 
caregiving involvement had higher positive relative change in financial concerns 
scores (which represented lower financial concerns). 
 
SSS correlated with SSN (r=0.94, p<0.01) and patient age (r=-0.28, p=0.01). 
Caregivers with higher positive relative change for social support number and 
caregivers of a younger patient had higher positive relative change in social support 
satisfaction. SSN correlated with patient age (r=-0.28, p=0.01). Caregivers of a 
younger patient had higher positive relative change in social support number. 
 
Caregiver age correlated with patient age (r=0.31, p<0.01), and duration of caregiving 
(r=0.22, p=0.03). Older caregivers were caring for an older patient and had been 
providing care for a longer duration. Income per capita correlated with duration of 
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caregiving (r=0.36, p<0.01) and caregiving involvement at 8th week (r=-0.21, p=0.05). 
Caregivers who had been providing care for a longer duration and who were less 
involved in caregiving at 8th week had higher income per capita. 
 
Duration of caregiving correlated with months since diagnosis (r=0.24, p=0.02) and 
duration with home hospice (r=0.37, p<0.01). Caregivers of a patient who had been 
diagnosed for a longer period and had been with the home hospice for a longer 
duration, had been providing care for a longer duration. Months since diagnosis 
correlated with duration with home hospice (r=0.36, p<0.01). Patients who had been 
diagnosed with a longer period were with the home hospice for a longer duration.  
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Relative change 
in burden 0.55** 1 
             
Relative change 
in disruptiveness 0.44** 0.19 1 
            
Relative change 
in positive 
adaptation 0.14 -0.11 -0.04 1 
           
Relative change 
in financial 
concerns 0.21* 0.01 0.17 -0.30** 1 
          
Relative change 
in SSS 0.60** 0.31** 0.26* 0.08 -0.02 1 
         
Relative change 
in SSN 0.61** 0.26* 0.25* 0.14 -0.09 0.94** 1 
        
Caregiver age 0.09 -0.08 0.04 0.23* 0.02 0.05 0.03 1        
Income per 
capita -0.02 -0.09 -0.06 0.04 -0.03 -0.02 0.05 -0.01 1 
      
Duration of 
caregiving -0.03 -0.06 -0.04 0.10 -0.02 -0.01 0.06 0.22* 0.36** 1 
     
Caregiver 
involvement at 




   
Relative change 
in caregiver 
involvement  0.06 -0.01 -0.02 -0.10 0.26* -0.01 -0.07 0.04 0.05 -0.11 0.15 1 
   
Patient age -0.11 -0.09 -0.10 0.24* -0.02 -0.28** -0.28** 0.31** 0.18 0.01 -0.01 -0.01 1   
Months since 
diagnosis 0.08 -0.00 -0.04 0.01 -0.04 -0.00 0.01 0.13 0.10 0.24* -0.08 -0.10 -0.13 1 
 
Duration with 
home hospice 0.05 -0.02 -0.04 0.02 -0.04 0.15 0.16 0.03 -0.08 0.37** 0.05 -0.10 -0.17 0.36** 1 
Note. CQOLC = Caregiver Quality Of Life Index - Cancer; SSS= Social Support Satisfaction; SSN = Social support Number. **p<0.01, *p<0.05. 
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T-test and ANOVA for relative change in CQOLC and subscales 
The relationship between caregiver socio-demographic characteristics with relative 
change in CQOLC and subscales using t-test and ANOVA are presented in table 4.21. 
The relationship between patient socio-demographic characteristics with relative 
change in CQOLC and subscales using t-test and ANOVA are presented in table 4.22. 
 
T-test and ANOVA found that caregiver race (F=7.96, p<0.01), caregiver who had a 
religion or not (t=-2.76, p=0.01), patient gender (t=-2.16, p=0.03), and patient 
inpatient hospitalisation within last eight weeks (t=2.05, p=0.04) had significant 
relationship with relative change in CQOLC. Results of t-test found that caregivers 
who had a religion, caregivers of a female patient, and patients who were not 
hospitalised in the last eight weeks had higher positive relative change in CQOLC.  
 
For caregiver race, post-hoc tests could not be conducted with the inclusion of all 
races as there was only one Caucasian. After the exclusion of Caucasian, post-hoc test 
using LSD found that Indian had more positive change in CQOLC compared with 
Chinese (p<0.01) and Malay (p<0.01). 
 
Caregiver religion (F=5.78, p<0.01) and patient religion (F=2.68, p=0.03) had a 
significant relationship with burden subscale. For caregiver religion, post-hoc test 
using LSD found that Taoist had higher positive relative change in burden subscale 
(which represents reduced burden) when compared with those who reported ‘none’ 
for religion (p<0.01), Buddhist (p<0.01), Christian (p<0.01), Islam (p<0.01), and 
Catholic (p<0.01). For patient religion, post-hoc test using LSD found that Taoist had 
higher positive relative change compared with those who reported ‘none’ for religion 
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(p=0.04), Buddhist (p<0.01), Christian (p<0.01), Islam (p=0.03), and Catholic 
(p<0.01). 
 
Patient gender had a significant relationship with positive adaptation subscale (t=-
1.99, p=0.05). Caregivers of a female patient had higher positive relative change in 
positive adaptation compared with a male patient. 
 
Patient change in ECOG-PSR (F=4.33, p=0.01) and patient diagnosis (F=2.09, 
p=0.05) had a significant relationship with relative change in financial concerns 
subscale. For patient change in ECOG-PSR, post-hoc tests could not be conducted 
with the inclusion of all categories as there was only 1 patient who had a change of 
three points. After the removal of the single patient, post-hoc test using LSD found 
that caregivers of patient whose ECOG-PSR deteriorated by one point had higher 
positive relative change in financial concerns compared to those whose ECOG-PSR 
remained constant (p=0.01). For patient diagnosis, caregivers of patients with 
stomach cancer had higher positive change in financial concerns compared with those 
who had cancers in the lung (p<0.01), colorectal (p<0.01), ENT (p=0.02), female 
reproductive system (p<0.01), liver (p<0.01), breast (p<0.01), brain (p<0.01) and 
others (p<0.01).  
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Table 4.21 Relationship between caregiver socio-demographic characteristics with relative change in QoL and subscales using t-test and ANOVA 
 Relative change in CQOLC Relative change in burden Relative change in disruptiveness Relative change in positive 
adaptation 






d/f t/F p Mean 
(SD) 
d/f t/F p Mean 
(SD) 
d/f t/F p Mean 
(SD) 
d/f t/F p Mean 
(SD) 
d/f t/F p 
Gender 
     Male 
      



























91 t=-0.73 0.47 
Marital status 
   Single 
 































91 t=1.06 0.29 
Race 
   Chinese 
 
   Malay 
 
   Indian 
 











































92 F=0.08 0.97 
Religion  
     None 
 
     Buddhist 
 
     Christian 
 
     Islam 
 
     Taoist 
 





































































92 F=0.63 0.68 
Have religion  
      No 
 


























91 t=-1.17 0.24 
Education 
     Primary school  
 
0.01 
92 F=2.07 0.13  
0.07 
92 F=1.81 0.17  
0.00 
92 F=0.41 0.66  
0.02 
92 0.83 0.44  
0.08 
92 F=0.14 0.87 
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     and below 
     Secondary  
     school  
     Tertiary  




























     Not employed 
 



























91 t=0.40 0.69 
Presence of 
chronic illness 
     No 
 
































91 t=0.44 0.66 
Relationship with 
patient 
   Child 
 
   Spouse 
 
   Sibling 
  
   Niece 
 
   Daughter-in- 
   law 








































































92 F=0.29 0.92 
Live-in domestic 
helper 
       No 
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Table 4.22 Relationship between patient socio-demographic characteristics with relative change in QoL and subscales using t-test and ANOVA 
 Relative change in CQOLC Relative change in burden Relative change in disruptiveness Relative change in positive 
adaptation 
Relative change in financial 
concerns 
Patient 
demographics   
Mean 
(SD) 
d/f t/F p Mean 
(SD) 
d/f t/F p Mean 
(SD) 
d/f t/F p Mean 
(SD) 
d/f t/F p Mean 
(SD) 
d/f t/F p 
 Gender 
     Male 
 




























91 t=-0.56 0.58 
  Religion  
      None 
 
   Buddhist 
 
   Christian 
 
   Islam 
 
   Taoist 
 



































































92 F=0.19 0.97 
Have religion  
      No 
 


























91 t=0.52 0.61 
ECOG-PSR (8th 
week) 
     0  
 
     1 
  
     2 
  
     3 
  






























































92 F=0.13 0.97 
	   	   	   	  




     0  
 
     1 
  
     2 
  


















































     No 
 











































91 t=-0.67 0.51 
Diagnosis 
     Lung 
 
     Colorectal 
 
     Ear, nose,  
     throat (ENT) 
     Female  
     reproductive  
     system 
     Liver 
 
     Breast 
 
     Stomach 
 
     Brain 
 
































































































92 F=2.09 0.05 
Note. CQOLC = Caregiver Quality Of Life Index - Cancer. ECOG-PSR = Eastern Cooperative Oncology Group Physical Status Rating. Measures patient’s physical functional status.a Equal variances not 
assumed. 
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Predictors of relative change in CQOLC  
All the significant variables (caregiver race, caregiver who had a religion, patient 
gender, patient who was hospitalised the last eight weeks, SSS, and SSN) were 
included to identify a model to predict CQOLC (Table 4.23). The results showed that 
caregivers who had a religion (β=0.51, p<0.01) and patient who was hospitalised the 
last eight weeks (β=-0.24, p=0.02) were significant variables in the model. This 
implied that caregivers who had a religion and caregivers of a patient who did not get 
inpatient hospitalised the last eight weeks had higher relative change in CQOLC. 
These predictors contributed to 45% of the variance in the model. Normality test of 
unstandardised residuals was using showed that the model was not normally 
distributed using D’Agnostino-Pearson test (p<0.01), skewness (1.67), and kurtosis 
(5.69).  
 
Table 4.23 Multiple regression analysis on predictors of relative change in CQOLC 
Predictor Standardised β t p Tolerance 
Racea 
Caregiver have religionb 
Patient genderc 
Inpatient hospitalisation in 
last 8 weeks (8th week)d 
SSS (relative change) 





























Note. Note. SSS = Social Support Satisfaction; SSN = Social Support Number. 
Adjusted R2=0.45, F=13.79, Tolerance value close to 1 refer to more independent 
with other determinants, Model is significant p<0.01. a1=Chinese, 2=Malay, 3=Indian, 
4=Caucasian. b0=No religion, 1=have religion. c0=Male, 1=Female. d0=No 
hospitalisation, 1=hospitalisation. 
 
Predictors of relative change in burden subscale  
All the significant variables (caregiver religion, patient religion, SSS, and SSN) were 
initially included to identify a model to predict burden. However, no variable was 
found to be significant in the model (caregiver religion: β=0.19, p=0.45; patient 
	   	   	   	  
	   	   	  	   	   	  175 
religion: β=0.07, p=0.76; SSS: β=0.53, p=0.06; SSN: β=-0.25, p=0.37). Stepwise 
regression was used and found that only caregiver religion and SSS were significant 
(caregiver religion: β=0.24, p=0.01; SSS: β=0.29, p<0.01). Hence they were included 
in the model (Table 4.24). This implied that caregivers who had higher social support 
satisfaction, and caregivers who were Taoist had more positive increase in burden 
(which represented lower burden). These predictors contributed to 14% of the 
variance in the model. Normality test of unstandardised residuals showed that the 
model was not normally distributed using D’Agnostino-Pearson test (p<0.01), 
skewness (7.85), and kurtosis (68.95).  
 
Table 4.24 Multiple regression analysis on predictors of relative change in burden 
Predictor Standardised β t p Tolerance 
Caregiver religiona 









Note. SSS = Social Support Satisfaction. Adjusted R2=0.14, F=8.41, Tolerance value 
close to 1 refer to more independent with other determinants, Model is significant 
p<0.01. a0=none, 1=Buddhist, 2=Christian, 3=Islam, 4=Taoist, 5=Catholic. 
 
Predictors of relative change in disruptiveness subscale  
All the significant variables (SSS and SSN) were included to identify a model to 
predict disruptiveness. However, both variables were found to be not significant in the 
model (SSS: β=0.16, p=0.59; SSN: β=0.12, p=0.68). Stepwise regression was used 
and found that only SSS was significant (β=0.27, p=0.01). Hence it was included in 
the model (Table 4.25). This implied that caregivers who had higher social support 
satisfaction had higher disruptiveness (which represented lower disruptiveness). 
Social support satisfaction contributed to 6% of the variance in the model. Normality 
test of unstandardised residuals showed that the model was not normally distributed 
using D’Agnostino-Pearson test (p<0.01), skewness (8.08) and kurtosis (70.71).  
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Table 4.25 Multiple regression analysis on predictors of relative change in 
disruptiveness 
Predictor Standardised β t p Tolerance 
SSS (relative change) 0.27 2.65 0.01 1.00 
Note. SSS = Social Support Satisfaction. Adjusted R2=0.06, F=7.04, Tolerance value 
close to 1 refer to more independent with other determinants, Model is significant 
p<0.01. 
 
Predictors of relative change in positive adaptation subscale 
All the significant variables (caregiver age, patient age, and patient gender) were 
included to identify a model to predict positive adaptation. However, all variables 
were found to be not significant in the model (caregiver age: β=0.23, p=0.56; patient 
age: β=-0.28, p=0.50; and patient gender: β=0.24, p=0.16). The model was also not 
significant (F=1.32, p=0.27). Stepwise regression also found that no variable was 
significant in the model.  
 
Predictors of relative change in financial concerns subscale 
All the significant variables (change in patient ECOG-PSR, patient diagnosis, 
caregiver involvement in caregiving at 8th week, and relative change in involvement 
in caregiving) were included to identify a model to predict financial concerns. 
However, all variables were found to be not significant in the model (change in 
patient ECOG-PSR: β=0.15, p=0.26; patient diagnosis β=-0.04, p=0.80; caregiver 
involvement in caregiving at 8th week: β=0.19, p=0.23; and relative change in 
involvement in caregiving: β=0.15, p=0.24). Stepwise regression was used and found 
that only patient change in ECOG-PSR was significant (β=0.31, p<0.01). Hence it 
was included in the model (Table 4.26). Change in patient ECOG-PSR contributed to 
8% of the variance in the model. Normality test of unstandardised residuals showed 
	   	   	   	  
	   	   	  	   	   	  177 
that the model was not normally distributed using D’Agnostino-Pearson test (p<0.01), 
skewness (6.67) and kurtosis (55.18).  
 
Table 4.26 Multiple regression analysis on predictors of relative change in financial 
concerns 
Predictor Standardised β t p Tolerance 
Change in patient ECOG-
PSR  
0.31 3.09 <0.01 1.00 
Note. Adjusted R2=0.08, F=9.52, Tolerance value close to 1 refer to more 
independent with other determinants, Model is significant p<0.01. ECOG-PSR = 
Eastern Cooperative Oncology Group Physical Status Rating. Measures patient’s 
physical functional status. 
 
Phase 1 qualitative results 
Caregiver and patient socio-demographic characteristics 
Nineteen participants were interviewed. Five caregivers were chosen from each 
category of low (<73), medium (73-98), and high (>98) QoL baseline scores, and the 
additional four participants confirmed that data saturation was met. The demographic 
characteristics of the participants are presented in Table 4.27.  
 
Demographics of the selected interviewed particpants was compared with all 
participants. The participants recruited for the interviews had similar QoL scores 
when compared with the overall participants in the phase 1 quantitative study (t=0.91, 
p=0.37). There was also no significant difference between caregiver demographic 
characteristics between the two groups: Age (t=1.15, p=0.25), gender	  (χ2=0.02, 
p=0.90), marital status (χ2=0.04, p=0.85), race (χ2=0.05, p=0.83), religion (χ2=1.26, 
0.26), education status (χ2=4.65, p=0.10), relationship with patient (χ2=4.72, p=0.10), 
employment status (χ2=0.00, p=0.96), access to live-in domestic helper (χ2=0.13, 
p=0.72), and income per capita (t=-1.20, p=0.24). 
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From the interviews, participants expressed their desire to care for the person with 
advanced cancer due to filial piety, and their love and closeness with the patient. 
Many participants felt that it was their responsibility to care for the person with 
advanced cancer due to reasons such as children caring for their parents as a form of 
repaying them for their care towards them in the past, or as a form of duty towards a 
family member. The participants also described their closeness with the patient, and 
believed that this closeness motivated them to care for the patient. Four themes 
emerged from the findings: 1) Sources of stress; 2) Negative emotions; 3) Cope with 
caregiving; and 4) Positive gains from caregiving. Table 4.28 presents the themes and 
subthemes generated from the study. The following presents the themes and 
subthemes illustrated by selected verbatim. 
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Table 4.27 Characteristics of interviewed caregivers 


















CG 1 Female 44 Chinese Married Yes Diploma Daughter Not working Yes 3,000 107 
CG 2 Female 54 Chinese Married Yes ‘O’ level Spouse Not working Yes 0 48 
CG 3 Female 46 Malay Married Yes O’ level Daughter Not working No 575 130 
CG 4 Female 40 Chinese Single Yes Degree Daughter Not working No 0 36 
CG 5 Female 61 Chinese Single Yes O’ level Sibling Not working No 0 98 
CG 6 Male 50 Chinese Single Yes O’ level Son Not working Yes 0 70 
CG 7 Female 45 Chinese Married Yes O’ level Daughter-in-law Working No 200 75 
CG 8 Male 43 Malay Married Yes Degree Spouse Working Yes 400 62 
CG 9 Female 48 Chinese Married No Degree Daughter Not working Yes 4,800 73 
CG 10  Female 56 Chinese Single Yes O’ level Daughter Working Yes 1,000 86 
CG 11 Female 39 Chinese Single Yes Degree Daughter Working No 800 83 
CG 12 Female 30 Chinese Married No Post grad Daughter Working No 2,500 100 
CG 13 Female 46 Chinese Married Yes O’ level Daughter-in-law Working Yes 1,000 76 
CG 14 Male 38 Chinese Married No Degree Son Working Yes 2,400 86 
CG 15 Male 21 Chinese Single No O’ level Son Not working No 2,000 96 
CG 16 Female 57 Chinese Married Yes Diploma Sibling Working No 2,500 103 
CG 17 Male 44 Chinese Single Yes Diploma Son Not working No 0 55 
CG 18 Female 56 Chinese Single Yes O’ level Daughter Working Yes 500 111 
CG 19 Female 64 Caucasian Married Yes Post grad Daughter-in-law Working Yes 8,000 85 
Note. CG = Caregiver; CQOLC = Caregiver Quality of Life Index – Cancer; SGD = Singapore Dollar. 
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Table 4.28 Themes and subthemes 
Theme Subtheme 
Sources of stress  • Physical condition of the person with 
advanced cancer 
• Conflict with other family members 
• Life stressors 
Negative emotions • Worry 
• Frustration 
• Fluctuated moods 
• Sadness 
• Guilt  
• Ambivalence 
Cope with caregiving • Support from family members, friends, and 
healthcare workers 
• Spiritual support 
• Distraction 
• Find a balance and let go 
Positive gains from caregiving • Caregiver satisfaction 
• Find meaning of life 
• Refine character 
• Master the skills of caregiving and increased 
knowledge 
• Increased family closeness 
 
Sources of stress  
Caregivers reported that caregiving was a stressful experience. Stress usually arose 
from the physical condition of the person with advanced cancer, conflict with other 
family members, and life stressors.  
 
Physical condition of the person with advanced cancer. Caregivers’ stress was 
largely tied to the physical condition of the person with advanced cancer. When the 
person they were caring for were in pain, feeling unwell, or had deteriorated condition, 
the caregivers felt stressed and helpless.  
 
Sometimes her situation or condition changed, and you have to be prepared for the 
emotional stress. Because when you see your loved one ok at one moment, and the 
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next moment you see her deteriorated so bad, your heart sinks. (CG 6) 
 
Conflict with other family members. Stress arose when caregivers had conflicts or 
disagreements with other family members related to the care of the patient. Some 
caregivers commented that stress generated by these conflicts were greater than the 
stress generated from the physical caregiving. One said: 
 
She (sister-in-law) said, “Mum is having diarrhea already, why you still gave her 
medicine and all these things…” I said, “This is the instruction from the nurse, we’re 
just carrying it out”. And she, without hearing my explanation, started yelling and 
shouting.  I am stressed not because of taking care of my mother-in-law, it is the 
stress and the tension generated by other family members. They just yell, yell, yell, 
you know. They just raise their voices. (CG 13) 
 
Life stressors. Other life commitments such as work, household chores, children, and 
the domestic helper added burden to the caregivers. When the patient was unwell, 
caregivers had to do the household chores which used to be done by the patient. One 
participant talked about having to manage between housework, his own work, and his 
caring responsibilities towards his baby daughter and mother: 
 
Now I’ve to spend my Saturday morning shopping for groceries… My girl is 21 
months old. She is particularly attached to me. So when I am at home, I have to split 
myself - my mother, and the baby girl. If things do not run smoothly at home, it adds 
to my frustration. Work is ok so far. But there are times where there is frustration 
from work. So every little, little thing added up becomes very stressful. (CG 14) 
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Although having a domestic helper could relieve some household chores and physical 
care of the person with advanced cancer, it might also result in more stress. As the 
domestic helpers were from another country such as Myanmar or Indonesia, there 
were language barriers and cultural practice differences. One said: 
 
My maid speaks Malay. So sometimes when I speak the name of food in English, she 
cannot understand. When she speaks Malay I also do not know what she is referring 
to. I do not know what she wants to buy. This is also a kind of stress. (CG 2) 
 
Negative emotions 
Caregivers experienced a wide range of negatives emotions such as worry, frustration, 
fluctuated moods, sadness, guilt, and ambivalence. 
 
Worry. Caregivers had many worries about the person with advanced cancer. They 
worried for patients’ safety and well-being, such as whether the patient was in pain or 
feeling uncomfortable that day. The caregivers’ sleep were affected by all these 
worries. Some woke up in the middle of the night to check on the patient.  
 
I worry whether she is having pain today, whether she feels like eating, whether she 
feels like vomiting, frequently wondering how she is feeling today. These causes 
extra worries… In the past I focused only on my own issues. But now, I think about 
her all the time, I wonder what she is doing, if she is feeling well, all these things... 
Thoughts of her will flash across my mind all the time. (CG 12) 
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Frustration. Caregivers felt frustrated when they did not know how to help the 
person with advanced cancer. For example, a caregiver described his frustration when 
his mother refused to tell him where her pain was. Another caregiver mentioned that 
her frustrations came from having to deal with the heavy caregiving needs, and her 
inability to communicate with the patient due to language barriers as the patient had 
lost her ability to speak English, and the caregiver was unable to speak Hokkien, 
which was the only language the patient could remember.  
 
Fluctuated moods. Some caregivers acknowledged being easily irritable at times. 
Some described conflicts with the person with advanced cancer and they were angry 
at times. Two caregivers who were the daughters of the patients admitted that they 
scolded the patient occasionally when they were angry. Caregivers’ mood was often 
tied to the patient’s condition and the caregiving situation, and they described their 
mood was similar to a ‘roller coaster’ which went up and down very quickly. One 
described: 
 
Tension does arise. There is always a roller coaster period whereby I find myself 
getting irritated easily. You know, lose my cool, having a hot temper… And 
somehow along the way you find that “Why am I suddenly so hot tempered?”, and 
things like that. And then once you realise your emotion, you start to cool down, and 
things will get better. So there is always a period where you just find that, you 
suddenly get very angry with things. (CG 7) 
 
Sadness. Most participants experienced sadness because their love one had terminal 
cancer and they knew that the patients’ days were numbered. Some caregivers still 
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found it difficult to accept the cancer diagnosis. Participants were also sad that the 
patient no longer had any quality of life. A participant said: 
 
I become more crybaby than before. Since my dad’s diagnosis, I cry often... There has 
never been such a big event that made me cry so badly. So this one quite bad… You 
know that he is at the terminal stage, and the doctor say he might not last for more 
than one year. Each time when we go and see doctor, it is never good news. (CG 11) 
 
Although caregivers were sad, some of them reported that they would not share their 
feelings of sadness with the person with advanced cancer because they did not want 
the patient to feel sad seeing them sad: 
 
Sometimes you try to control breaking down, because you cannot break down in front 
of your love ones, the patient… Cannot let the person see that you are in tears... 
Because to me, if these are people whom they love, they never would like to see their 
loved one in tears also. They do not want to see their loved ones sad. (CG11) 
 
Guilt. The caregivers believed that it was their duty to spend more time with the 
person with advanced cancer as their days were numbered. Some described guilty 
feeling for not able to spend more time with the patient even though they have already 
given a large part of their time to the patient. For example: 
 
Sometimes I feel that I still have not given her enough. I wished I could have given 
her more. You know, like sometimes I feel tired. Or I need some time, some moments 
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of being alone. These are the things which I feel guilty that I have not given her 
enough. (CG 10) 
 
Ambivalence. Some caregivers described feeling ambivalent. They did not want the 
person with advanced cancer to die, but when they saw the patient suffering, they 
wished the patient would die sooner so that they need not suffer from pain and 
discomfort any longer. A participant said: 
 
If I am being brutally honest with you, I wished she would just go to sleep and not 
wake up… I do not want her to suffer the way that she is suffering now and in the 
near future… Well, those are the conflicting emotions often faced by caregivers of 
terminally ill patients. Have to come to terms with it. In your heart of hearts, you 
don’t want to wish her dead. But in your heart of hearts, you don’t want her to suffer. 
(CG 19) 
 
Cope with caregiving 
Caregivers cope with caregiving by obtaining support from family members, friends, 
and healthcare workers, spiritual support, seeking distraction, and finding a balance 
and letting go. 
 
Support from family members, friends, and healthcare workers. From the 
qualitative interviews, caregivers said that they required emotional support, physical 
care support, and information support. They obtained such support from family 
members, friends, and healthcare professionals. Most of the caregivers obtained 
emotional support and practical help in caring for the person with advanced cancer 
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from family members and friends. Sharing with friends helped them feel better 
knowing that they were not alone in their feelings and experiences during caregiving.  
 
I have colleagues who had experience in being a caregiver. After talking to them, I 
felt better. I am not alone in feeling this way. There are other people who feel the 
same way, and it’s normal to feel like this. (CG14) 
 
Although most caregivers would seek emotional support from family members and 
friends, some caregivers expressed that they would not do so as they did not like to 
tell other people about their problems, and did not feel that it was appropriate to keep 
telling other people about their problems. One caregiver felt that family members did 
not help her feel better. She said: 
 
Even though I speak to my family members, they can only console me that much… 
You cannot go around complaining to your friends about the caregiving role, or you 
cannot go around telling your auntie that everyday “I am so stressed, I am so stressed”. 
With a sick patient at home, just tell me who is not stressed? Different people got 
different ways of coping with stress. So I cannot add my stress to other people’s stress. 
(CG 4) 
 
Although most of the caregivers still had some social life, most admitted that their 
social life was negatively impacted as they prioritised their family and caregiving. 
They began to go out less with their friends and spent more time at home. One 
caregiver expressed how this reduction in his social life led him to lose his social 
skills: 
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You know the term “social butterfly”… It is really true. When you go out so 
infrequently as I do, your interaction skills with people becomes very affected. You 
do not know how to carry out a conversation. It is like practice. You become rusty 
when you lack practice. Because I am at home all the time with my mum, and my 
father. Sometimes my friend look at me and asked “what’s wrong with you? You 
retarded or what?” (laughs). I used to be a very articulate person, always, whoever I 
was with, I was always talking. But right now, I am the one who is listening. (CG 17) 
 
Not all caregivers were fortunate to receive help from their family members. This 
made them feel angry and unhappy. They were also unwilling to seek help from their 
family members, as they felt that it was their responsibility to care for the person with 
advanced cancer until the end since they had taken up the role of caregiving. One 
caregiver said: 
 
My sister-in-law who lives nearby does not see her (the patient) that often. And the 
relatives, have all gone back to Perth, including her favourite son. My elder brother-
in-law, has not even called since he was backed home in Perth. The only one who 
calls is the eldest daughter, who came over for three weeks to be with my mum-in-law, 
and now calls from Toronto… So I get very uptight about that. Very uptight. Well, 
they’re selfish. Because they’re selfish... As always. They’re quite happy to leave 
everything to me. My husband is a very good man. He feels it. Like me, he feels very 
aggrieved. But he said, we have taken the responsibility of looking after aunt and 
mum. That is fine. We took on the responsibility of looking after my husband’s 
parents as well. We can’t ask my husband’s brothers and sisters to do that. It is our 
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responsibility now. We must see it through to the end. They know our situation. If 
they want to offer to help, they could do so. But they don’t want. (CG 19) 
 
Caregivers welcomed additional support from healthcare workers, and were very 
satisfied and thankful for their support. They found the hospice staff very encouraging 
and understanding, which they attributed this to their experience in managing family 
members of terminally ill persons. Information support from healthcare professionals 
also helped caregivers to make their caregiving easier, and reduced their worries 
about future problems in caregiving, as they knew that there was professional advice 
available for them. 
 
I find hospice care has been very helpful. Because when I first started as a caregiver, I 
actually did not know very well how to handle. So the hospice nurses came, and they 
taught me how to take care of her, what I need to do, and how to change medications 
etc. They have imparted me quite a bit of knowledge. At the beginning I was always 
very worried that, what if something happened, or what should I do next. I realised 
that they have this hotline I could call and you know, they are prepared to help me as 
far possible and answer my questions. They made it easier for me to take care of my 
mother-in-law. (CG 7) 
 
Caregivers who were working believed that support from their workplace was 
important. They appreciated their workplace for letting them off when there were 
emergencies that require them to attend to the person with advanced cancer 
immediately, or allowing them to work from home when the patient required more 
attention. One participant explained: 
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From the time she got discharge from the hospital until now, there have been a few 
times when peculiar complications came about, ranging from chicken pox-like  
painful blisters, that affected one side of the body, to severe flu-like symptoms and 
body aches. Very unusual… So, on those occasions, she needed more attention at 
home. I worked from the computer at home and told the colleagues in my office I 
would not be coming to the office. This sort of arrangement allows me to spend more 
times at home when needed. When I think back, I am one of those lucky ones who 
have supportive employers. (CG 8) 
 
Spiritual support. Spiritual support through prayer was important to caregivers who 
had a religion such as Buddhism, Christianity, Islam, and Catholic. They felt that 
prayer brought about peace, gave them the strength to carry on, and supported them 
spiritually. They believed that God knew everything, and would be able to manage 
their problem and situation. Besides praying for themselves, caregivers prayed for the 
patient’s well-being. 
 
Talking to God. I mean, you know that God is above everything, and you trust Him… 
I hand over the problem to Him, and trusting Him... You will trust Him that He will 
transcend. He will bring it to past. And He understands what you are going through 
right now. It is like comfort. Like somebody that is super, somebody that knows, 
somebody who understands… I feel better, I feel that my burden is lighter after prayer, 
and I have downloaded everything to God already. (CG 16) 
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Distraction. Caregivers reported engaging in activities such as watching television, or 
listening to music, to distract themselves from their caregiving stress and negative 
emotions. A caregiver said: 
 
Before I go to bed, I watch television (TV), but sometimes I don't know what is 
happening [in the shows]… It helps to distract. I watch TV at about 11 pm or so, and 
have few beers by myself. I just open few cans [of beer], drink, and then I go to bed at 
about one, or two am… I was distracted for a while… This is my peaceful time. (CG 
17)  
 
Find a balance and let go. Over time, caregivers learnt to let go of their stress and 
frustrations. They gradually found a balance between caregiving and other 
commitments. A caregiver said: 
 
I came to a point that I started telling myself you know, you don't have to care how 
other people think when you have reached your limit and you can’t go further. It’s 
time to let go and then you know, some people would take over and do whatever 
necessary. (CG 7) 
 
Positive gains from caregiving 
Despite the negative impacts of caregiving, caregivers described their gains from 
caregiving. The gains included caregiver satisfaction, finding meaning of life, refining 
character, mastering the skills of caregiving and increased knowledge, and increased 
family closeness. 
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Caregiver satisfaction. Caregivers described gaining a sense of satisfaction from the 
caregiving. They felt that caregiving experience was enriching and fulfilling as they 
could do something for the family member who was sick. The caregivers were happy 
to be able to do good things for the patients and make the patients happy during their 
last phase of life. A caregiver said: 
 
Actually this experience is very fulfilling. You know you have done something good 
for your brother… I know that I have done my part for my brother. I have done my 
duty as a sister. If somebody, your loved one is sick, you want to give him the best of 
you can, and the best quality of life. And if you know that you have done it, you feel 
good. You feel that you have answered the call… Sometimes I can say it is a joy, 
because I am doing something good for him. I mean although I know that he is dying, 
but I am at least by his side during his last journey, I can at least give him my very 
best. (CG 16) 
 
Find meaning of life. Apart from the meaning in caregiving, caregivers found 
meaning in their own life. They began to appreciate health and family ties. They were 
more determined to live life to the fullest. Caregivers found that happiness in life 
came from being with their loved one and caring for them. Caregiving also changed 
their perception of life. They realised that all humans would go through the same 
process of being ill and weak regardless of how strong, famous, or successful they 
were in the past. One said: 
 
It actually makes you think differently…Even when we are sick, or old, we are still 
human beings. That means whether you are young, active, famous, or you are old or 
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so-called ‘old and unless and not productive’, at the end, you are still a human being. 
You still have to die as a human being… This is one of the things I learnt. It helps me 
to understand that old folks have different thoughts too. They want your time.… 
When I quitted my job to look after my mother before her condition turned so bad, I 
found that life is not just about career chasing, wealth, and all these things. The most 
important thing is how you enjoy living your life… So, I find that, life, the happiest 
moment, is to live a simple life. The contentment is not in term of material, but things 
you cannot describe it in words, your feelings inside.  (CG 6) 
 
Refine character. Caregivers agreed that the caregiving journey refined their 
character. They learnt how to be more patient. It also made them stronger persons - 
having to learn how to cope with the impending death of their loved one. Some 
commented that having gone through the experience helped them better understand 
caregivers’ plight.  
 
Well, I think it is the experience taught me to have a lot more patience. It taught me 
what compassion really is. And, a certain amount of altruism involved in the 
caregiving process because you learn to give, knowing that there is nothing in return. 
You give because you want to make somebody else’s life better, if you can. (CG 19) 
 
Master the skills of caregiving and increased knowledge. The caregivers found it 
beneficial learning caregiving skills as they would know what to do if they were to 
encounter such situation again in the future. With their knowledge with caregiving, 
they began to share with other people who were in similar situation. A caregiver said: 
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I have a lot of understanding of other people’s plight. A lot of sharing with people… 
When other people share their life, their love ones, their pain and things with me, I 
listen, I lend them the listening ear. I share with them my own experience, and these 
are all the things which I actually gone through as a caregiver, and as a daughter of 
my mother. (CG 10) 
 
Increased family closeness. Most caregivers described having increased closeness 
with the person with advanced cancer as they spent more time with the patient as a 
result of providing care. Some caregivers also reported closer relationship with other 
family members when they began to inform other members of the patient’s condition, 
or organised family outings for the patient, or spent more time at home with the 
family. A caregiver said: 
 
Mainly spent time with family, experienced and expressed family warmness, those 
things… It is to experience the feeling of being together with the family. (CG 12) 
 
Summary 
This chapter reported the results of phase 1 study. Quantitative results showed that 
caregivers’ QoL, social support satisfaction, and social support number remained 
constant from baseline to 8th week. Predictors of caregivers’ QoL at baseline and the 
relative change included caregiver and patient socio-demographic characteristics, 
caregiver involvement in caregiving, social support satisfaction, and social support 
number. 
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The qualitative findings suggested that caregivers experienced stress and negative 
emotions. Caregivers coped with caregiving by obtaining support from family 
members, friends and healthcare workers, spiritual support, engaging in activities to 
distract themselves from the negative emotions and learning to find a balance and let 
go. Despite the stress and negative emotions, caregivers reported having positive 
gains from the caregiving. The following chapter will discuss the results of phase 1 
study integrating both the quantitative and qualitative data. 
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Chapter 5 Phase 1 Discussion 
 
Introduction 
This chapter will discuss the phase 1 study findings with support from literature. The 
phase 1 study aims to understand the quality of life (QoL) of family caregivers, and to 
explore the experience of family caregivers providing care for an adult with advanced 
cancer at home with a prognosis of 3-12 months. The specific objectives are to assess 
the changes in caregivers’ QoL and social support from baseline to eight weeks later, 
examine the relationship between QoL, social support, caregiver and patients’ (person 
with advanced cancer) socio-demographic characteristics, examine the predictors of 
QoL, and describe the experience of family caregivers caring for a person with 
advanced cancer at home. 
 
This chapter will discuss the study findings with support from literature. The chapter 
will start with a discussion on participant recruitment. Thereafter, the QoL and social 
support of caregivers will be discussed. This will be followed by an analysis of the 
relationship between caregiver and patient demographics and QoL. The quantitative 
findings will be the main focal point of discussion, and the qualitative findings will be 
used to complement the quantitative findings. Lastly, the chapter will analyse the 
strengths and limitations of the study. The clinical implications, and recommendations 
for future research, will be provided. 
 
Participant recruitment 
Participants were recruited from four out of seven home hospice organisations in 
Singapore. All home hospice organisations served persons with terminally illnesses 
	   196 
and their families across the Singapore, and were not restricted by geographical 
regions. This was possible because Singapore has a small geographical area (716.1 
square kilometres) (Singapore Department of Statistics, 2014). Hence, the participants 
could be recruited across the country. This is unlike studies conducted in other 
countries which were usually limited to a certain location of the country due to the 
larger geographical area, for example, a study in Taiwan was conducted in the north-
western region (S. T. Tang, et al., 2008), or a particular service provider, for example, 
a study in the US where caregivers were recruited from the Mayo Clinic (Gill, et al., 
2003). The recruitment of participants from the different home hospice organisations 
with participants from all over the country in the present study was important to 
obtain a comprehensive perspective of the caregivers in Singapore. Thus the findings 
of this study were not unique to caregivers of any one geographic area or organisation. 
This is a strength of this study. 
 
There was a high dropout rate (48.4%) in this study. This was largely due to death of 
the person with advanced cancer and caregivers’ refusal. Despite efforts to ensure 
recruitment of caregivers of a person with a prognosis of at least three months in the 
present study, about 28% (n=26) of patients died before the follow-up at 8th week. 
Past studies also found a significant dropout due to death of patient (Gill, et al., 2003; 
McMillan, 1996; McMillan & Mahon, 1994). For example, McMillan and Mahon 
(1994) reported a dropout of 58.8% for their follow-up in four weeks due to death of 
patient. Compared with McMillan and Mahon’s (1994) study, the present study had a 
relatively lower dropout rate due to death of patient despite a longer follow-up 
interval (eight weeks).  
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The higher dropout due to death of patient in some previous studies (e.g. McMillan, 
1996; McMillan & Mahon, 1994) could be attributed to the recruitment of participants 
who did not appear to be dying imminently, instead of using their prognosis as 
projected by their case medical doctor. The selection of participants based on their 
prognosis in the present study could have contributed to a lower dropout rate due to 
death of patient when compared with McMillan (1996) and McMillan and Mahon’s 
(1994) studies.  
 
Although patient prognosis was used as an inclusion criterion for recruitment in the 
present study, still about a quarter of patient died before the three-month projected 
time. This suggested that some patients did not live up to their expected prognosis. 
The literature also supported that the prognoses of cancer patients were often 
inaccurate as patients’ condition could deteriorate suddenly and rapidly, which was 
part of the cancer trajectory (Lunney, et al., 2003). Hence, apart from patients’ 
prognosis, future studies could consider including patients’ clinical characteristics, 
such as the probability of survival based on the cancer stage, in patient recruitment 
(Steinhauser et al., 2006). 
 
In this study, 18.3% (n=19) of the participants withdrew from the 8th week follow-up 
due to reasons other than death of patient, such as being too busy in providing care, or 
the patient was critically ill and the caregiver did not have time for the study. These 
reasons were also mentioned in other studies (S. T. Tang, et al., 2008). For example, S. 
T. Tang et al.’s (2008) study had a dropout rate of 18.5% due to caregivers being busy, 
or they found participating in the study a burden. Axelsson and Sjödén’s (1998) study 
on spouses of cancer patients found a dropout of 54.1% before 6th week follow-up and 
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67.6% after 6th week follow-up. However, reasons for dropout other than patients’ 
death were not mentioned in this paper. Compared with the present study, the 
participant dropout due to reasons other than death of patient could be considered as 
being on the lower side.  
 
There was no difference in caregiver and patient socio-demographic characteristics 
between participants who completed the study and those who withdrew from the 8th 
week follow-up. However, higher baseline positive adaption in the QoL subscale and 
social support number were found to be associated with higher likelihood of dropout 
in the present study. Studies have often suggested that participants who completed 
follow-ups had better outcomes compared with those who dropout from the study 
(Axelsson & Sjödén, 1998; Harding et al., 2004). In the present study, caregivers who 
had better perceived positive adaption of the QoL subscale and social support number 
at baseline might not see the needs to continue engaging in the study. As follow-up 
data for dropout participants were not available, it is not known whether they would 
have better outcomes compared to those who completed the follow-up. Further 
studies are needed to provide more conclusive findings.  
 
Caregivers’ involvement in caregiving 
Caregivers’ involvement in caregiving remained constant from baseline to 8th week 
even though patients’ physical functional status deteriorated over time, as reflected in 
the significant decline in patients’ ECOG-PSR. This suggested that a decline in 
patients’ physical condition did not lead to greater caregivers’ involvement in 
caregiving. Previous study found that patients’ physical decline led to a change in 
caregiving needs rather than an increase in caregiving demands (Meyers & Gray, 
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2001). Meyers and Gray (2001) explained that when the patients’ physical status 
declined, the patient no longer walked about, thus caregivers need not worry about 
patient falls. Also, needs in areas such as transportation could reduce as the patient 
could no longer go out of the house. Further, some caregivers in the present study had 
a live-in domestic helper to help with the caregiving. Thus, the need to be greater 
involved in the physical tasks of caregiving could be reduced. These could be the 
reasons for the constant caregiving involvement from baseline to 8th week even 
though the patients’ physical condition declined. 
 
In the present study, the Cronbach’s α of Caregiving Demands Scale was relatively 
low (Cronbach’s α = 0.59). This was contrary to a previous study in Taiwan which 
reported high internal consistency for the Caregiving Demands Scale (Cronbach’s α = 
0.87) (S. T. Tang, et al., 2008). It could be related to the fact that caregivers in the 
present study might not be involved in every aspect of the patients’ care due to the 
availability of a live-in domestic helper in many families. For example, this study 
found that caregivers spent most time assisting patients in their daily living and health 
care but spent less time on housekeeping and transportation. It could be due to the 
availability of a domestic helper in many families to help out with the housework, or 
the patient no longer left home due to their poor physical state. Future studies could 
further validate the Caregiving Demands Scale, or develop a cultural relevant and 
reliable instrument in cultures like Singapore where there is access to live-in domestic 
helpers to measure caregivers’ involvement and demands. 
 
Although a previous study found that high caregiving demands had a negative impact 
on caregivers’ QoL (Axelsson & Sjödén, 1998), it was not supported by the present 
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study. In this study, caregivers’ involvement did not correlate with their QoL, and 
caregivers had no significant change in QoL overtime despite patients’ deterioration. 
This difference in outcomes might be attributed to the different QoL tools used. 
Axelsson and Sjödén’s (1998) study used the Assessment of Quality-of-life at the 
End-of-Life (AQEL) tool, while this present used the Caregiver Quality of Life Index 
- Cancer (CQOLC) tool. The AQEL consisted of physical items, psychological items, 
social items, existential items, and a global item on perceived QoL. The CQOLC 
domains consisted of burden, disruptiveness, positive adaptation, and financial 
concerns. The measure of the physical needs of the patients in the AQEL compared 
with the perceived burden and disruptiveness in the CQOLC could have resulted in 
the higher correlation between caregiving demands and QoL in the AQEL. Future 
studies need to compare the impact of cargiving involvement or demands on similar 
QoL tools to better understand the impact of caregiving on caregivers’ QoL. 
 
Caregivers’ QoL 
The CQOLC scores of caregivers in the present study remained stable from baseline 
to 8th week follow-up. Thus the hypothesis that there would be an increase or decrease 
in caregivers’ QoL from baseline to 8th week was not supported. The findings were 
similar to some previous studies which showed that caregivers’ QoL remained stable 
over time (Gill, et al., 2003; Weitzner, Jacobsen, et al., 1999), although some studies 
reported that caregivers’ QoL declined over time (Axelsson & Sjödén, 1998; S. T. 
Tang, et al., 2008). Some studies suggested that support from hospice helped to 
maintain the QoL of caregivers despite the pressures from caregiving (Fleming, et al., 
2006; Goddard, 1993; McMillan, 1996). In the present study, the participants were 
recruited from home hospice organisations. The support from the home hospice 
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organisations could perhaps help in caregivers coping with the demands of caregiving 
over time, thus maintaining caregivers’ QoL. However, the maintenance of 
caregivers’ QoL alone might be insufficient. Palliative care should aim at improving 
QoL of family members (World Health Organization, 2009). Thus, strategies need to 
be taken to enhance QoL of family caregivers of persons with advanced cancer. 
 
In the present study, the baseline CQOLC scores, follow-up CQOLC scores, and 
relative change in CQOLC scores of caregivers were found to be similar across all 
home hospice organisations. This means that QoL of caregivers were similar across 
home hospice organisations. The findings differed from a study in the US which 
found that the differences in care approaches, standards, and systems among the 
various home hospice organisations could result in differences in caregivers’ QoL (L. 
W. Cohen et al., 2012). The findings of the present study might suggest that the 
services offered by all four home hospices in Singapore were consistent. 
 
A wide range of CQOLC scores (26 - 137) was observed in this study. Some 
caregivers reported an almost perfect score for their QoL and some reported very low 
scores. This wide range in QoL score was also observed in previous studies (Meyers 
& Gray, 2001; Weitzner & McMillan, 1999). This suggested that the impact of 
caregiving varied among caregivers. It could be related to the support that the 
caregivers’ received, and caregivers’ coping skills. Thus, psychoeducation 
interventions are essential to enhance caregivers’ self-efficacy in obtaining support 
and coping skills, especially for caregivers with poorer QoL.  
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Caregivers’ stress and burden 
The burden subscale of the CQOLC included both stress and emotional burden of 
caregiving. The burden subscale scores of caregivers in the present study remained 
stable from baseline to 8th week follow-up. Thus, the hypothesis that there would be 
an increase or decrease in caregivers’ burden from baseline to 8th week was not 
supported.  
 
Past studies have found that caregivers experienced high levels of stress and burden 
from physical care, and emotional burden from the impending death of the patient 
(Funk, et al., 2010). When compared the transformed score of 40 for all subscales in 
the CQOLC, caregivers scored the lowest in the burden subscale at both baseline and 
8th week. This suggested that caregivers experienced high levels of burden during 
caregiving, and their QoL was most greatly impacted by the burden of caregiving. 
The qualitative interviews from the present study also found that caregivers 
experienced stress from multiple factors such as the patients’ physical condition, 
family conflicts, and life stressors. Although caregivers expressed caregiver stress, the 
stable burden subscale scores from baseline to 8th week in the present study suggested 
that caregivers’ stress and burden did not change over time. 
 
Patients’ physical condition was a major source of stress and burden for caregivers. 
The CQOLC found that caregivers reported a moderate score at baseline for item 25 
‘I fear the adverse effects of treatment on my loved one’, which showed that they 
were very much concerned about the impact of treatment on the patient. However, the 
scores increased significantly from baseline to 8th week, which showed that caregivers 
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had less fear on the adverse effect of treatment. This could be attributed to the 
reduction in active treatment as patients were in palliative care.  
 
From the qualitative interviews, caregivers reported that they felt especially stressed 
during moments when they saw the patient suffered. Caregivers experienced added 
frustration when they felt that they could not help the patient. It was well-known that 
symptoms such as pain, increased weakness, altered breathing patterns, 
gastrointestinal problems, and decrease levels of consciousness were commonly 
experienced by patients with advanced cancer (Kouch, 2006). The finding that 
caregivers felt stress when the patient was unwell was consistent with other studies 
(Hebert & Schulz, 2006; Munck, et al., 2008). In the Asian culture, family members 
focused on ensuring that the patient received the best possible care (Chien, Chan, & 
Morrissey, 2007; M. O'Connor, O'Brien, Griffiths, & Poon, 2010). When they saw the 
person with advanced cancer suffer, they perceived themselves as having not done 
enough to care for the patient. Such findings suggested the importance of educating 
caregivers on the patients’ illness trajectory so that they would know the deterioration 
was part of the disease process. Caregivers should also be educated on pain and 
symptom management to reduce patients’ sufferings from these symptoms, so that 
caregivers’ stress and frustration could be lessened.  
 
Family members could add to caregivers’ stress and burden. Caregivers in this study 
reported feeling stressed when they experienced conflict with family members. 
Family conflicts was mentioned in one study conducted in Australia (Grbich, et al., 
2001), but did not surface in the study conducted in Hong Kong (Mok, et al., 2003). 
In the present study, the conflicts arose from differences in opinions regarding the 
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care of the patient. This might suggest that family members wanted to provide the 
best possible care for the patient, but had different opinions on what would be the best 
for the patient. Psychoeducation interventions for family caregivers might need to 
enhance caregivers’ abilities to manage family conflicts and improve communication 
among family members. 
 
Results from the t-test in this study found that employment status did not have an 
impact on caregivers CQOLC or the subscales scores. Several quantitative studies 
also found that there was no relationship between employment status and QoL 
(Meyers & Gray, 2001; S. T. Tang, et al., 2008; W. Tang, 2009). From the qualitative 
interviews, some participants expressed that their employment contributed to their 
stress, which was similar to findings from some previous studies (Aoun, Kristjanson, 
Hudson, et al., 2005; Rose, 1998; Waldrop, et al., 2005). However, there were other 
participants who expressed that they had supportive employers, which reduced their 
stress levels. Even though caregivers’ employment added to their stress, this study did 
not find employment a significant factor impacting caregivers’ QoL or burden, which 
could be attributed to employers’ support. 
 
The caregiver demographics in this study showed that than half the caregivers were 
married (59.1%), and had a mean age of 49.0. From the age and marital status of the 
caregivers, it was expected that many of the caregivers had young to teenage children 
to care for. Hence, the caregiving responsibilities of the children might add to their 
stress. The findings from qualitative interviews in the present study concurred that 
caregivers reported added stress from caring for their children. As the median age of 
Singaporeans getting married is increasing, and couples having children at a later age 
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(National Population and Talent Division, 2013), it is expected that in the future, 
more caregivers would have to cope between taking care of their elderly parents who 
are unwell, and their younger children. More support would be needed by caregivers 
who have dual responsibilities. 
 
Approximately 50% of the participants in the present study had domestic helpers. 
Although having a domestic helper could help in relieving care burden, the qualitative 
interviews in this study found that they could also be a source of stress. These 
domestic helpers typically helped with the household chores, and some physical care 
of the person with advanced cancer. The stress from the domestic helpers arose from 
the demands of the domestic helpers, problems in communication, and cultural 
differences. As domestic helpers often came from countries such as Indonesia, 
Myanmar, or the Philippines, they spoke different languages and had different 
cultures which could result in conflicts with the employers. Problems with domestic 
helpers might be unique to some Asian countries such as Singapore and Hong Kong 
where many families have a foreign domestic helper. With the increase in nuclear 
families in Asian countries and a rise in cost of living, more family members have to 
work. There will be less family members available to care for the patient at home. It is 
expected that this reliance on foreign domestic helpers will continue to rise. Thus 
measures need to be taken to help the employers and domestic helpers to get along 
and to help the patients.  
 
The qualitative interviews found that caregivers experienced a wide range of 
negatives emotions such as worry, frustration, fluctuated moods, sadness, guilt, and 
ambivalence. Such emotions have also been reported in other studies (Aoun, 
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Kristjanson, Hudson, et al., 2005; Grbich, et al., 2001; Hudson, 2004; McGrath, Vun, 
& Mcleod, 2001; Mok, et al., 2003; Selman et al., 2007).  
 
The experience of sadness had been reported in both quantitative and qualitative 
findings of the present study. The CQOLC showed that caregivers reported high 
degree of sadness. The qualitative interviews also found that caregivers expressed sad 
feelings because they knew that cancer is incurable and the patients’ days were 
numbered. The literature concurred that sadness due to anticipatory grief and 
impending death of the patient were common in family caregivers (Kelley, Demiris, 
Nguyen, Oliver, & Wittenberg-Lyles, 2013; Mok, et al., 2003).  
 
In this study, some caregivers believed that they should conceal their sadness from the 
patient. A systematic review on communication between family member and cancer 
patients in Western studies also found that family members often concealed their 
feelings from the patient. Family members did so to prevent their own levels of 
distress from rising, and to maintain a positive attitude (P. G. Northouse & Northouse, 
1988). In the Asian culture, the concealing of emotions could also be attributed the 
belief that excess emotions might endanger health, and open expression and 
discussion of feelings are generally not encouraged (John & Gross, 2004; Meredith, 
Abbott, & Zheng, 1994).  
 
Although both Western and Asian culture have reported the concealing of feelings, 
this suppression of emotions could be harmful (Butler, Lee, & Gross, 2007). Some 
studies suggested that more open communication between the family members and 
the patient led to better health (Yeh, et al., 2009), and reduced stress and depression 
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(Allen, Hilgeman, Ege, Shuster, & Burgio, 2008). Hence, communication and open 
expression of feelings should be enhanced if appropriate. Family caregivers might not 
know how to communicate with the patient or express their feelings. Psychoeducation 
interventions for caregivers could include this important component to enhance the 
communication between family caregivers and the patients. 
 
Both the quantitative and qualitative components of this study found that caregivers 
reported guilty feelings. However, the CQOLC reported a significant decrease in guilt 
(item 17: I feel guilty) from baseline to 8th week. Past studies also reported that 
caregivers experienced guilt (McGrath, et al., 2001; Selman, et al., 2007). McGrath et 
al. (2001) found that caregivers felt guilty due to negative feelings and anger toward 
the patient because of the stress associated with the caregiving. A study on caregivers 
of cancer patients found that caregivers were more prone to guilty feelings when 
caregiving had a greater impact on their schedule, and the patient had poorer health 
(Spillers, Wellisch, Kim, Matthews, & Baker, 2008). Spillers et al. (2008) further 
suggested that the caregivers could feel guilty if they could not find any satisfaction in 
providing care, and could not see any improvement in the patients’ condition despite 
their effort.  
 
The reasons for guilty feelings in the present study differed from previous studies. In 
this study, caregivers felt guilty as they wished they could give more of their time to 
the patient, but they could not due to other commitments. This inability to give all 
their time to the patient might mean that they could not give their best to the patient 
(Chien, et al., 2007; M. O'Connor, et al., 2010). Thus they felt guilty about it. The 
reduction in guilt at 8th week in this study might suggest that caregivers gradually 
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learnt to prioritise their time to provide care for the patient. Such reduction might also 
suggest that caregivers’ guilt was not related to patients’ physical condition as 
patients’ ECOG-PSR declined at 8th week. The findings were different from previous 
study findings (Spillers, et al., 2008). It is thus important to teach caregivers strategies 
to prioritise their time. Caregivers should also need to realise that they have already 
given their best to the patient. 
 
Disruptiveness  
The disruptiveness subscale scores of the caregivers maintained stable from baseline 
to 8th week despite the decline in patients’ physical condition. The hypothesis that 
there would be an increase or decrease in caregivers’ disruptiveness from baseline to 
8th week was not supported. The findings were supported by the qualitative findings 
that the caregivers gradually found a balance between their personal life and 
caregiving so that the caregiving would not cause too much disruption to their life. 
They learnt to ‘let go’ and let other people help out in the caregiving tasks when they 
felt that they could no longer cope with the caregiving tasks. This might help them to 
maintain a balance even though the patients’ condition declined. 
 
A previous study also suggested that caregivers over time began to set limits on what 
they would do for the patient (Proot, et al., 2003). Limit setting could be a skill that is 
important for caregivers to help them balance between their life and the caregiving 
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Positive adaptation 
The positive adaptation subscale scores of the caregivers were found to be above 
average at both baseline and 8th week. Caregivers scored highest in the positive 
adaptation subscale when compared with the other subscales in the CQOLC. From the 
qualitative interviews, caregivers reported that they had used different strategies such 
as social support, spiritual support, and distraction to cope with the stress and negative 
emotions experienced during caregiving. These coping strategies might have led to 
the high positive adaptation scores.  
 
The positive adaptation subscale scores of caregivers in the present study remained 
stable from baseline to 8th week follow-up. The hypothesis that there would be an 
increase or decrease in caregivers’ positive adaptation from baseline to 8th week was 
thus not supported. This might be related to the ineffective or insufficient coping 
strategies used. Thus, it is important to teach caregivers coping strategies to enhance 
their positive adaptation. 
 
Apart from the coping strategies used, all the caregivers in this study were able to 
identify positive gains from their caregiving experience. This suggested that the 
caregivers were able to look at the positive side of caregiving in their caregiver 
journey even though they were stressed and experienced negative emotions. The 
literature suggested that such positive emotions could be a form of coping resource 
when confronted with a stressful situation (Folkman, 1997). Hence, caregivers in this 
study could have used these positive gains as a coping resource to mitigate the stress 
and negative impacts of caregiving. Also, this ability to identify positive gains from 
caregiving could have led to caregivers’ higher positive adaptation scores. Caregiving 
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has traditionally been viewed as burdensome and stressful. Hence, there is a need for 
healthcare workers to help caregivers looking into the positive side of caregiving and 
to identify positive gains from caregiving. This might help caregivers having a more 
positive appraisal of their caregiving experience. 
 
Compared with a qualitative study conducted in Australia which found that only 60% 
of the caregivers were able to identify positive aspects of their caregiving experiences 
(Hudson, 2004), a hundred percent of caregivers identified positive gains in the 
present study. The positive gains identified by participants in the present study 
included caregiver satisfaction, find meaning of life, refine character, master the skills 
of caregiving and increase knowledge, and increase closeness with both the patient 
and other family members. Some of these positive gains were similar to those 
described in the literature, such as the feeling of responsibility, pride, and satisfaction 
associated with the caregiving role, becoming a stronger person, and increased 
closeness with the patient (Aoun, Kristjanson, Hudson, et al., 2005; Hudson, 2004; 
Proot, et al., 2003).  
 
In this study, participants felt that the increased closeness with other family members 
was a positive gain in caregiving. This could be a unique finding of this study. To the 
best of the researcher’s knowledge, the literature till date has only described increased 
closeness with the patient as being a caregiving gain, not with other family members 
(Aoun, Kristjanson, Hudson, et al., 2005; Hudson, 2004). The findings from this study 
could be related to Asian caregivers placing high importance on family cohesiveness 
(M. O'Connor, et al., 2010; Sue & Sue, 2003). Hence the ability to enhance closeness 
with other family members due to the patient’s illness was perceived as a positive 
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gain in the present study. Psychoeducation interventions for Asian caregivers could 
consider helping caregivers to establish closer relationship with other family members 
so that they could have experience greater gains from the caregiving, and support 
each other through the caregiving. 
 
Financial concerns 
The financial concerns subscale scores of caregivers in the present study remained 
stable from baseline to 8th week follow-up. Thus the hypothesis that there would be an 
increase or decrease in caregivers’ financial concerns from baseline to 8th week was 
not supported. Although caregivers’ overall financial concerns did not change over 
time, patient ECOG-PSR functional status was found to influence relative change in 
financial concerns and was significant in the regression model. Patients who 
deteriorated by one point had higher positive relative change in financial concerns 
subscale scores (less financial concerns) compared to those whose Eastern 
Cooperative Oncology Group Performance Status Rating (ECOG-PSR) remained 
constant. It could be that caregivers of patients with deteriorated functional status 
knew that the patients’ end was nearing, and that their financial burden from 
caregiving would soon be lifted. However, more studies are needed to verify this 
assumption. 
 
The participants in this study had an average score in the financial concerns subscale 
at baseline and 8th week, which represented that caregivers had moderate financial 
concerns. At baseline, caregivers’ financial concerns subscale scores correlated with 
their income per capita. Caregivers with higher income per capita had lower financial 
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concerns. This concurred with findings from a previous study which found that 
caregivers’ income had an impact on caregivers’ QoL (Yun et al., 2005).  
In this study, the mean monthly income per capita of the caregivers was SGD 1,121. 
The monthly income per capita of the participants was less than half of the national 
average (SGD 2,500) (Trade Chakra, 2008). Some of the participants had given up 
their employment, or converted to part-time employment to care for the patient, thus 
had lower income. The literature found that loss of finances largely resulted from 
changes in caregivers’ employment status as caregiving took up a substantial amount 
of the caregivers’ time, and affected their work (Aoun, Kristjanson, Currow, et al., 
2005). This was also evident in caregivers of the present study, even though their 
financial concerns was stable. 
 
Caregivers with domestic helpers reported higher financial concerns subscale scores 
(which represents lower financial concerns). In Singapore, the cost of hiring a 
domestic helper range from SGD $575-$815 a month (SGD $310-550 for domestic 
helper salary, and SGD$265 for government taxes) (Ministry of Manpower, 2013; 
The Singapore Guide, 2013). Hence, it was understandable that only those who had 
less financial concerns were able to afford the hiring of a domestic helper. 
 
Caregivers’ social support 
In this study, caregivers rated that they were satisfied with their social support, and 
there was no significant change in their satisfaction from baseline to 8th week. The 
hypothesis that there would be an increase or decrease in caregivers’ social support 
satisfaction (SSS) from baseline to 8th week was not supported. 
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SSS correlated with CQOLC, burden subscale, disruptiveness subscale, and positive 
adaptation subscale at baseline, and CQOLC, burden subscale, and disruptiveness 
subscale at relative change. It was significant in the regression models for CQOLC, 
disruptiveness subscale and positive adaptation subscale at baseline, and burden 
subscale and disruptiveness subscale at relative change. Thus, the hypothesis that 
caregivers’ QoL correlated with satisfaction with social support, and was a predictor 
of QoL was supported. Higher social support satisfaction was associated with higher 
QoL. These findings highlighted the importance of social support satisfaction on 
caregivers’ QoL. Findings from this study concurred with many previous studies 
which emphasised the importance of social support satisfaction on caregivers’ QoL 
(H. S. Campbell et al., 2009; Harding & Higginson, 2003; W. Tang, 2009).  
 
W. Tang’s (2009) study suggested that quantitative social support was equally 
important as qualitative social support, that is, social support satisfaction, in ensuring 
that caregivers enjoy high levels of QoL. Social support number (SSN) was found to 
have a significant correlation with SSS, which showed that caregivers’ satisfaction 
with social support increased when they had increased number of people providing 
social support.  
 
SSN had positive correlation with CQOLC and all subscales at baseline and relative 
change, which were significant for positive adaption subscale and financial concerns 
subscale at baseline, and the CQOLC, burden subscale, and disruptiveness subscale at 
relative change. SSN was also significant in the regression model for the positive 
adaptation subscale at baseline. This highlighted that higher number of support 
persons could help increase caregivers’ positive adaption. Thus, the hypothesis that 
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caregivers’ QoL correlated with number of social support persons, and was a 
predictor of QoL was supported. 
 
In this study, the caregivers rated an average of 2.55 persons who provided them with 
support in each item out of a maximum of 6 in the SSN, and this number remained 
constant from baseline to 8th week. The hypothesis that there would be an increase or 
decrease in caregivers’ social support number from baseline to 8th week was not 
supported. The findings revealed that caregivers did not have a large number of social 
support persons, and the number of support persons maintained throughout the eight 
weeks. Caregivers’ intervention could help caregivers increasing the number of 
persons who could provide them with social support. This might lead to an increase in 
their social support satisfaction and QoL. 
 
Social support from family members 
An in-depth analysis on the persons providing support for the caregivers from the 
quantitative surveys revealed that caregivers largely obtained support from family 
members, such as spouses, siblings, parents, and children. Findings from the 
qualitative interviews concurred with the quantitative findings that caregivers mainly 
sought emotional support and help from family members. This practice of seeking and 
receiving support from family members is a characteristic of the Asian culture where 
family members are cohesive and depended on each other for both emotional support 
and in carrying out tasks (Sue & Sue, 2003).  
 
The caregivers in the present study largely sought help from their direct family 
members, such as spouses, siblings, parents, and children, and were less likely to seek 
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help from extended family members. This could be attributed to the nuclear family 
structure in Singapore (Ministry of Social and Family Development, 2003), and 
extended family members were less considered as being part of the family. With the 
changes in family structure, extended family members might not live in close 
proximity. Some family members might be staying overseas like in the present study. 
Hence, there could be less family members available to support the family caregivers. 
Thus there is a need to find other means of supporting these family caregivers. 
Although many caregivers were able to obtain help from family member in the 
present study, some were angry and disappointed as some family members were not 
willing to help out in the caregiving. The participants believed that the patient was 
also a loved one of other family members, and it was the duty of other family 
members to help with the caregiving. Thus there is a need to help family caregivers to 
enhance their communication with other family members and manage their emotions. 
There is also a need to provide information to caregivers about the community 
resources available to support them if they could not get adequate support from their 
family members.  
 
Social support from friends 
This study also found that caregivers sought support from their friends, on top of 
family members. An analysis of the persons providing social support found that 
caregivers largely sought help from their friends in items 1 (Who can you count on to 
distract you from your worries when you feel under stress?), 2 (Who can you really 
count on to help you feel more relaxed when you are under pressure or tense?), 5 
(Who can you really count on to help you feel better when you are feeling generally 
down-in-the-dumps?) and 6 (Who can you count on to console you when you are very 
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upset?). This reflected that friends helped to distract them from their worries, feel 
more relax, feel better when they were down, and console them when they were upset.  
 
The findings from the qualitative interviews supported that caregivers obtained 
emotional support from friends. They felt better after sharing with friends, and they 
knew that they were not alone in their feelings and experiences during caregiving. 
Besides emotional support, some friends provided information support to the 
caregivers, which helped them improving their care for the person with advanced 
cancer. The findings suggested that there is a need to encourage family caregivers to 
be more open and active in sharing their concerns and problems with friends. Friends 
might be a good source of emotional and informational support. 
 
However, some caregivers in the present study expressed that they did not like to tell 
their friends about their problems because they did not want to burden other people 
with their problems. This was similar to some studies (Mok, et al., 2003; W. Tang, 
2009). Mok et al.’s (2003) study in Hong Kong attributed this to Chinese cultural 
belief that the caregiving of a family member was a “family problem”, and thus 
should be kept and resolved within the family. It is also a common belief in Chinese 
that they should not to trouble their friends. W. Tang’s (2009) study in the US found 
that Caucasian caregivers were also hesitant to seek help from friends even though 
they acknowledged that they had many friends who cared for them. Thus, the 
reluctance of caregivers to seek help from friends might not be confined to Chinese. It 
could be generally attributed to caregivers not wanting to burden their friends with 
their personal problems. Friends could be a good source of support for family 
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caregivers as reflected in the present study. Family caregivers could be encouraged to 
seek support from different sources, including their friends. 
 
From the qualitative interviews in the present study, some caregivers also expressed 
that their social life was affected as they spent most of the time at home with the 
person with advanced cancer. This concurred with a previous study which found that 
caregivers experienced social isolation from being home-bound (Aoun, Kristjanson, 
Hudson, et al., 2005). This study found social isolation could have a negative impact 
on caregivers’ social skills. When caregivers’ social skills declined, they might have 
greater difficulties sharing their problems with friends, thus leading to a vicious cycle 
of further reduction in social support number and satisfaction. Thus there is a need to 
help the caregivers to prevent being home-bound and socially isolated because of the 
caregiving responsibilities. 
 
Social support from healthcare workers 
The qualitative interviews found that caregivers obtained informational support from 
healthcare workers and they found it very useful. They also knew that healthcare 
workers could provide emotional support to them. However, the quantitative data 
showed that few caregivers seldom sought emotional support from healthcare 
workers. Caregivers might not regard healthcare workers as their main source of 
emotional support.  
 
Nevertheless, the caregivers in the present study expressed that they welcomed 
emotional support from the healthcare workers. They felt that the healthcare workers 
could better understand their feelings because they had more experience in interacting 
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with family members of terminally ill persons. Mok et al. (2003) also found that 
caregivers benefitted from the support of healthcare workers as they believed their 
loved ones were under good care, and that the healthcare workers were acting in best 
interest of the terminally ill person. The findings of Mok et al.’s (2003) study 
emphasised that support from healthcare workers was essential. 
 
In the present study, the caregivers mainly obtained emotional support from family 
members and friends. The caregivers could be informed that healthcare professionals 
are a good source of emotional support on top of informational support. Healthcare 
professionals could also be more proactive in providing emotional support to family 
caregivers as caregivers might not actively seek support from them.  
 
Social support from workplace 
Support from caregivers’ workplace was important for caregivers who were employed.  
The findings of this study concurred with literature that caregivers had difficulties 
managing between work and caregiving due to inflexible work schedules, fear of 
losing their jobs, and co-workers who did not understand the demands of caregiving 
(Waldrop, et al., 2005). Those who managed to juggle between work and caregiving 
experienced great levels of stress (Rose, 1998), or used up all their paid leave (Aoun, 
Kristjanson, Hudson, et al., 2005). Due to the difficulties managing both work and 
caregiving, some caregivers gave up their employment (Aoun, Kristjanson, Currow, 
et al., 2005; Waldrop, et al., 2005).  
 
In this study, the participants appreciated understanding bosses who allowed them to 
go away to attend to the patient when the need arose, or to work from home. This 
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enabled them to take up the role of a caregiver and provide care for the patient, while 
keeping their employment. In Singapore, the government encourages the citizens to 
take care of their loved one at home, and it is patients’ wish to die at home (G. Ng, 
2010). If the government would like the family to take care of ill family member, and 
patients wish to die at home, support from workplace has to be provided. Thus, it is 
not just a healthcare issue, but also is a social issue. This might have implications to 
employment policies whereby employers need to give allowance and flexibility for 
family members to take care of the terminally ill family members at home.  
 
Relationship between caregiver demographics, QoL, and social support 
In this study, the hypotheses that there was a relationship between caregivers’ 
demographics and QoL, and caregivers’ demographic factors predicted QoL were 
supported. At baseline, higher age correlated with CQOLC, burden subscale, 
disruptiveness subscale, and financial concerns subscale scores at baseline. Religion 
was associated burden subscale and positive adaptation subscale, and caregiver with 
religion predicted positive adaptation. Caregivers’ relationship with patient associated 
with disruptiveness subscale. Presence of chronic illness was associated with positive 
adaptation subscale. Income per capita correlated with financial concerns subscale. 
Age positively correlated with SSS, and older caregivers were more satisfied with 
their social support. At 8th week, race was associated with relative change in CQOLC 
scores. Religion was associated with relative change of CQOLC and burden subscale 
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Age 
Most caregivers in the present study were in their mid-life (mean age: 48.8), though 
there was a wide age range from 21 to 83 years old. At baseline, caregivers’ age was 
positively correlated with CQOLC scores, burden subscale, disruptiveness subscale, 
and financial concerns subscale. This meant that older caregivers had higher QoL, and 
experienced less burden, disruptiveness, and financial concerns when compared with 
younger caregivers. The results of this study differed from previous studies which 
found caregivers’ age had no relationship with QoL (McMillan & Mahon, 1994; 
Meyers & Gray, 2001; S. T. Tang, et al., 2008; W. Tang, 2009).  
 
Older caregivers might have more experience and resources which could help them to 
manage the caregiving responsibilities. These experiences and resources could also 
help to reduce perceived burden and disruptiveness, resulting in better perceived QoL. 
In this study, age of caregivers was positively correlated with social support 
satisfaction. That means that older caregivers were more satisfied with their social 
support. As social support satisfaction was a predictor of QoL in this study, older 
caregivers could have higher QoL due to their higher social support satisfaction. 
 
Age had a positive correlation with financial concerns in this study which suggested 
that older caregivers had less financial concerns. However, caregivers’ age had no 
significant correlation with income per capita. This might suggest that perceived 
financial concerns did not solely depend on caregivers’ income. Older caregivers 
might have fewer financial concerns as they had lesser financial commitments 
compared with younger caregivers. For example, younger caregivers could have 
school-aged children who depended on them financially. Hence, the additional 
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financial cost of providing care could have an additional impact on their already high 
financial burden in younger caregivers. Thus, income per capita might not be an 
accurate reflection of one’s financial status. This study might suggest younger 
caregivers might need more help in the financial aspects. 
 
Gender 
Female caregivers made up about 71.0% of the participants in this study. This 
proportion of female caregivers was similar to previous studies on caregivers of 
terminally ill patients conducted in Taiwan (S. T. Tang, et al., 2008) and Western 
countries (Gill, et al., 2003; Hudson, et al., 2005; Meyers & Gray, 2001; W. Tang, 
2009). Caregiving has been typically associated with being a female’s work (Rutman, 
1996). This is even more so in Singapore, an Asian country, with Asian values that 
expect females to take up the caregiving role (C. Y. Huang, Musil, Zausziewski, & 
Wykle, 2006). However, with the socio-economic changes, more females are 
gradually joining the workforce. Men thus have to help out in the caregiving role 
(Singleton, 2000). The present study found 29.0% of caregivers were males. 
 
There was no significant difference in the CQOLC scores and subscales between 
female and male genders in the present study. However, the descriptive data showed 
that in baseline, male caregivers had lower QoL scores and in the individual subscales 
when compared to female caregivers. The findings were different from some previous 
studies which found female caregivers reported poorer QoL (S. T. Tang, et al., 2008) 
and experienced more stress (Kim, Baker, & Spillers, 2007) and strain (Fromme et al., 
2005) compared to male caregivers. Male caregivers might experience poorer QoL as 
they were less experienced with caregiving when compared to females (Rutman, 
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1996). Male caregivers could have more unmet needs compared to females as 
caregiver support traditionally focused on females (Lin & Tsao, 2004). Further studies 
are needed to have a more in-depth understanding of the needs and QoL of male 
caregivers. Caregiver interventions need to see to the needs of both genders. 
 
Marital status 
In this study, 59.1% (n=55) of the caregivers were married. The percentage of married 
caregivers was similar to the national statistics of Singaporean citizens and Permanent 
Residents (PR) who are married (59.7%) (Department of Statistics Singapore, 2013). 
As caregivers were largely the children of the patients, this reflected that both married 
and unmarried children played an equal role in the care of the parent. 
 
Previous studies reported that 68.0% (Weitzner & McMillan, 1999) to 88.6% (S. T. 
Tang, et al., 2008) of caregivers were married. The lower percentage of married 
caregivers in this study could be related to the practice in Singapore where the duty of 
caregiving often rested on the unmarried children. They were perceived as having 
more time to care for the sick parent since they had less family commitments. In 
addition, the unmarried child usually stayed with the parents, and would more likely 
to take up the caregiving role. Caregivers who were not married could have less 
number of support persons from their family, as spouse (average of 10.4%) and child 
(average of 15.4%) provided significant percentages of support. As mentioned in this 
study, number of support persons could indirectly influence caregivers’ QoL. Hence, 
more support might be required for unmarried caregivers.  
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Race 
Singapore is a multi-racial society, with the Chinese forming the majority of the 
population, followed by Malays and Indians (Singapore Department of Statistics, 
2009). This study revealed a significantly higher percentage of Chinese caregivers 
(85.0%) being recruited into the study, and significantly lower number of Indians 
(2.2%) compared with the local population statistics (Chinese: 74.2%, Indian: 9.2%). 
The percentage of Malays in this study (11.8%) was similar to the National 
percentage (13.3%) (Singapore Department of Statistics, 2009). 
 
Despite efforts to recruit more Indian caregivers in this study, very few participated. It 
was related to the fact that very few Indians used the hospice home services when 
compared with Chinese race. Further, very few Indian family caregivers were willing 
to participate in this study. Indians who were mainly Hindus could possibly reject 
hospice care and therapeutic measures as they believe that suffering is inevitable, and 
they wanted a conscious dying process. Hence, they chose discomfort over the use of 
medicine for symptom control which could lead to clouded sensorium (Bhungalia & 
Kemp, 2002). In this study, all the Indian participants were non-Hindus. Thus, the 
QoL and experiences of Indian-Hindu caregivers was not known. With the knowledge 
that Indian-Hindus might have different care beliefs and preferences, healthcare 
services need to cater for the needs of different ethnic groups and provide care that is 
acceptable to their cultures. 
 
In this study, race was found to have a significant relationship with relative change in 
CQOLC scores, though it was not significant in the final regression model. Indians 
was found to have higher relative change in QoL compared to other races. However, 
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results were inconclusive due to the small number of Indians (n=2) in this study. No 
Indian was included in the qualitative interviews due to refusal and lost to follow-up. 
The present study could not have an in-depth exploration on the experiences of 
Indians and minority races with caregiving. Future studies need to pay extra efforts in 
recruiting participants of minority races in Singapore. Without an in-depth 
understanding of their needs, it would be difficult to develop interventions and 
services that cater for their needs. 
 
Religion  
In this study, a large majority (86.0%) of the participants had a religion. Caregivers 
with a religion had greater relative change in CQOLC, and religion was a significant 
predictor of CQOLC in the final regression model. This highlighted that caregivers 
with religion had higher QoL. Studies from the literature also found that caregivers 
who had higher spirituality had higher QoL (Gill, et al., 2003; W. Tang, 2009). 
Caregivers could have greater reliance on religion when the patient was approaching 
death, perhaps because no other person could help them to cope with the emotional 
aspects of being confronted by a terminally ill family member (Waldrop, et al., 2005). 
Caregivers might also have fear towards the anticipatory death of the patient 
(Sherman, Ye, et al., 2005), and experience uncertainty of the future after the cancer 
person passed on (Borneman, 1998). Thus, they turned to religion for help.  
 
At baseline, caregivers who had a religion reported higher positive adaptation, and 
religion was a significant predictor of positive adaptation. This means that caregivers 
with religion had higher positive adaptation. The qualitative findings of this study 
suggested that many caregivers who had a religion used spiritual support as a coping 
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strategy. Caregivers felt that prayer brought about peace and gave them the strength to 
carry on with the caregiving. These findings suggested that religion could be used as a 
coping strategy to help caregivers have higher positive adaptation and better 
perceived QoL.  
 
Education 
The majority of caregivers in this study received tertiary education (45.2%) and 
secondary school education (37.6%). Compared with the national statistic of 
education (25.5% secondary education and 38.1% tertiary education), the participants 
of this study had comparatively higher level of education (Department of Statistics 
Singapore, 2013). The higher education profile of caregivers in this study could be 
attributed to the recruited caregivers being the middle-aged children, and had more 
education opportunities of education when compared to those of the older generation. 
Further, caregivers with at least a secondary education were more likely to be 
recruited into the study as they were able to speak English or Mandarin.  
 
Although English is the common language among Singaporeans, there is a vast 
number of people from the older generation, or those with less education, who are 
unable to speak English (Index Mundi, 2009). They speak their native language, that 
is, the Malays would speak Malay, the Indians would speak Tamil, and the Chinese 
could speak a wide range of dialects which included Hokkien, Teochew, Hainanese, 
Cantonese, and Hakka. Hence, the exclusion of non-English and non-Mandarin 
speaking caregivers could have led to the recruitment of caregivers who were younger 
and more educated.  
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The education profile of participants in present study was comparable to another 
study conducted in the US which found that 86.5% of the participants had high school 
education (W. Tang, 2009). W. Tang (2009) found that caregivers with higher 
education had higher QoL, and believed that education enhanced one’s resources and 
coping abilities. The present study found level of education was not a predictor of 
QoL even though the education profile of caregivers in the present student and W. 
Tang (2009) were similar. This suggested that resources and ability to cope might not 
be entirely related to level of education. Caregivers in the present study might have 
other resources for support. 
 
Relationship between patient demographics, QoL, and social support 
The hypotheses that there was a relationship between patients’ demographics and 
QoL, and patients’ demographic factors predicted QoL were supported in this study. 
At baseline, age correlated with CQOLC scores, burden subscale, disruptiveness 
subscale, and financial concerns subscales, and were significant predictors. Religion 
and functional status was associated with positive adaptation. Duration with home 
hospice negatively correlated with caregivers’ financial concerns subscale. Age 
positively correlated with SSS. At 8th week, gender and inpatient hospitalisation was 
associated with relative change in CQOLC, and inpatient hospitalisation was 
significant in the model. Functional status was associated with relative change in 
financial concerns, and was significant in the model. 
 
Age 
Most of the patients in this study were elderly people with a mean age of 71.8 which 
was comparable to previous studies (Hudson, et al., 2005; S. T. Tang, et al., 2008). 
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The patients in Hudson et al.’s (2005) study had a mean age of 69 and in Tang et al.’s 
(2008) study was 65. This could attributed to the rising incidence of cancer with age 
(bioDYNE labs, 2010). Elderly patients are also less likely to seek active treatment 
such as receiving chemotherapy for their cancer (McMillan Cancer Support, 2012). 
Thus, the cancer progressed to the advance stage and the patients were referred to 
home hospice care.  
 
This study found that caregivers of older patients had higher QoL, and experienced 
less burden, disruptiveness, and financial concerns. Very few previous studies had 
taken patients’ age into account when examining QoL of caregivers. In this study, 
because of the old age, caregivers might accept the death of the patient as a natural 
part of life, and they might have less emotional burden. It is also a belief of the 
Chinese that to die at old age with a contented life was considered a good death and 
happy event (Xu, 2007). A well-known Chinese proverb “sheng, lao, bing, si” comes 
to mind, which literally translates to “born, old, sick, death”, describing being old, 
falling ill and dying are natural life processes. This belief has been deeply ingrained in 
the Chinese culture and mindset. Caregivers of older patients might experience less 
disruptiveness as they have already expected to provide care for the older person due 
to Chinese tradition.  
 
Nevertheless, further exploration is needed to understand the relationship between 
patient age and caregivers QoL as there is a paucity of studies that included this factor 
in caregivers’ study. Caregivers of younger patients may require more support in 
coping with the emotional burden and disruptiveness of caregiving resulted from the 
patient dying at a premature age. 
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Religion 
This study found that more patients (94.62%) had a religion when compared to 
caregivers (86.02%). This suggested that religion could be more important to patients 
than caregivers. The literature also found that many patients considered religion to be 
important (Balboni et al., 2007), and suggested that patients became more religious 
after their cancer diagnosis (Roberts, Brown, Elkins, & Larson, 1997). Religion could 
play an important role for patients with advanced cancer as they acknowledged that 
their mortality is near, and coming into peace with a God was considered important 
(Steinhauser et al., 2000). A study found that patients with higher religiosity had 
higher QoL (Rippentrop, Altmaier, & Burns, 2006), and belief in an afterlife was 
associated with lower end-of-life despair (McClain-Jacobson et al., 2004). Thus, 
many patients could have adopted a religion as they approached the end-of-life stage.  
 
In Singapore, a wide range of religions are practiced, and the different religions have 
different perspective towards end-of-life care. For example, Buddhism emphasises on 
the importance of meditation to take their mind off the physical sufferings and to 
achieve their highest spiritual potential at the point of death (T. W. Chan, Poon, & 
Hegney, 2011). For Islam, it is mandatory for followers to pray five times a day at 
specific times of the day (Cheraghi, Payne, & Salsali, 2005). It is important for 
healthcare workers to acquire knowledge on the perspectives of the various religions 
on end-of-life care, and practise religious sensitivity when discussing with caregivers 
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Diagnosis 
The characteristics of the persons with advanced cancer were similar to the Singapore 
cancer statistics that the majority had a diagnosis of lung cancer, followed by 
colorectal cancer (National Registry of Disease Office, 2013). Lung cancer is also the 
major cause of cancer death globally (Globocan, 2008).  
 
This study found cancer type of the person with advanced cancer was a predictor of 
caregivers’ relative change in financial concerns subscale. Although post hoc tests 
showed that caregivers of a patient with stomach cancer had a higher positive change 
in financial concerns, the number of participants with each cancer type in this study 
was too small to have a meaningful conclusion. Cancer type could influence 
caregivers’ financial concerns due to cost of treatment and symptom complications. 
This have to be further explored in future studies. 
 
Strengths of study 
To the best of the researcher’s knowledge, this was the first study conducted in 
Singapore to understand the QoL, social support, and experiences of family caregivers 
of a person with advanced cancer. Participants were recruited from different home 
hospice organisations with participants from all over the country, and findings of this 
study were not unique to caregivers of any one geographic area or organisation. With 
this knowledge, interventions could be developed to meet the needs of caregivers in 
the Singapore population. 
 
Further, to the best of the researcher’s knowledge, this was the first study which 
analysed the changes of the CQOLC subscales scores, and the impact of caregivers’ 
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and patients’ socio-demographic characteristics and social support on the individual 
CQOLC subscales. Knowledge of the individual subscales could enable us to uncover 
which subscale experience more changes over time. The knowledge on predictors of 
the individual subscales could enhance our knowledge on the possible factors that 
influence each subscale and the QoL of the caregivers. 
 
This study used a mixed method study design with both quantitative and qualitative 
data obtained. To the best of the researcher’s knowledge, this was the first mixed 
method study in the Asian region to examine the QoL of caregivers of a person with 
advanced cancer. The quantitative survey enabled the understanding of QoL and 
social support of caregivers in Singapore population as well as the predictor that 
influenced changes of QoL over time. The findings from the qualitative interviews 
helped to understand the quantitative findings, and enable the exploration of findings 
that did not surface from the quantitative findings. 
 
This study used a longitudinal study research design whereby data was collected at 
two time-points, at baseline and 8th week. The collection of data at more than one 
time-point allowed understanding of the change in caregivers’ QoL and social support 
over time. 
 
Limitations of study 
This study used a convenience sample. A random sampling would have been a more 
ideal sampling method. However, a random sampling was not possible in this study as 
the home hospice organisations were could not release all the client data due to 
confidentiality issues. 
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A lower dropout due to patient death was observed in this study compared to other 
studies due to the inclusion of patient prognosis in the study. However, patients’ 
prognosis were highly unpredictable. To overcome this problem, future studies could 
include patient disease stage and functional status as inclusion criteria (Sherman, 
McSherry, et al., 2005). To reduce dropout from caregivers who were busy, future 
studies could use a telephone follow-up instead of a face-to-face meeting as some 
caregivers were unable to meet up. The dropout in this phase 1 study could be used to 
estimate the possible dropout in the phase 2 study. 
 
The sample size might also be insufficient for the study. In the sample size calculation, 
it was proposed that four variables would influence QoL of caregivers. However, 
some of the outcomes had more than four variables. Hence, the sample size might be 
inadequate as a larger number of variables would require a larger sample size. 
 
The exclusion of non-English and non-Mandarin speaking caregivers from the study 
could have resulted in bias in the study. Although the inclusion of caregivers 
regardless of language would have been ideal, this was not possible as the researcher 
was not proficient in the other languages. Future studies should endeavour to include 
caregivers who are unable to speak English or Mandarin.  
 
The qualitative interviews of caregivers were conducted at one point of time. Hence, 
it was not known if the stress, emotions, coping, and perceived positive gains of 
caregiving changed over time when the patients’ conditions changed, or if caregivers’ 
personal views of the caregiving changed over time. There is a need to conduct 
longitudinal qualitative studies to understand if caregivers’ experience with 
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caregiving changed overtime. Caregivers could be recruited for the interviews from 
the point the patient is admitted to the home hospice, and at various time-points after, 
such as monthly or bi-monthly. 
 
Clinical implications 
All caregivers in this study experienced stress, burden, and negative emotions from 
caregiving. Interventions need to be developed to improve family caregivers’ coping 
with stress and emotional burden. Limit setting could be a skill that is important for 
caregivers to help them balance between their life and the caregiving tasks that could 
be included in caregivers’ intervention. 
 
Patients’ physical condition was a source of stress and worry for caregivers, and 
caregivers were especially worried when the patient was not well. Healthcare workers 
need to educate caregivers on the patients’ illness trajectory so that they would knew 
that such deterioration was part of the disease process. Psychoeducation programme 
for caregivers could include pain and symptom management to reduce caregivers’ 
stress and frustration from not knowing how to relieve the patients’ discomfort.  
 
This study found that conflict with family members was a source of stress. Caregivers 
need to learn strategies to manage family conflicts. Further, caregivers placed much 
emphasis on family closeness, and increased closeness with family members was 
found to be a gain from caregiving. Psychoeducation interventions for Asian 
caregivers could consider helping caregivers to establish closer relationship with other 
family members. 
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This study found that caregivers’ were able to find some positive gains from the 
caregiving experience. Interventions could help caregivers acknowledge and focus on 
the positive aspects and gains from caregiving, instead of the negative aspects of 
caregiving. Focusing on the positive aspects of caregiving could help mitigate the 
negative stress and burden of caregiving. 
 
In this study, the qualitative interview found that some caregivers believed that they 
should conceal their sadness from the patient. Family caregivers might not know how 
to communicate with the patient or express their feelings. Psychoeducation 
interventions for caregivers could include this important component to enhance the 
communication between family caregivers and the patients. 
 
Social support was found to play an important role in influencing caregivers’ QoL. 
Healthcare workers could constantly encourage caregivers to seek social support from 
family members and friends. Support from healthcare workers is essential even if 
caregivers already have support from family members and friends. Apart from 
information support, healthcare workers could be more proactive in providing 
emotional support to caregivers. 
 
Some caregivers reported that their social life was affected as they largely confined to 
their homes due to the caregiving responsibilities. Although home hospices in 
Singapore have volunteers who visit caregivers and provide support for caregivers, 
this was often done on an ad-hoc basis and based on referrals from the hospice nurse-
in-charge. Visits from volunteers could be provided for full-time caregivers who were 
largely confined to their homes. Also, these volunteers could be trained to understand 
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the needs and experience of caregivers of terminally ill patients, to better provide 
support for these caregivers. More respite care is needed so that caregivers could have 
timeout from their caregiving responsibilities and have time for themselves. Future 
interventions could also look into strategies to increase social support, such as 
organising mutual support groups, or online support groups for caregivers who were 
confined to their homes.  
 
This study found male caregivers had poorer QoL when compared with female 
caregivers although the differences were not significant. This could be attributed to 
higher unmet needs of the males, and the needs of male caregivers were less explored 
compared with females. Females currently form the majority of caregivers, and could 
still likely be in the future. However, there would be an increase in males taking up 
the role of caregiver in the near future due to the decline in birth rates and increase in 
single-child families (Index Mundi, 2013). The continued rise in male caregivers has 
been an observed trend globally (National Alliance for Caregiving and American 
Association of Retired Persons, 2004). Future studies could specifically look into the 
needs of male caregivers, and the problems that they faced, so that the intervention 
could include additional content which target the needs of male caregivers. 
 
This study found that caregiver religion influenced QoL and positive adaptation of 
caregivers. Qualitative interviews also supported that many caregivers relied on 
religion to cope with caregiving. Patient religion was found to influence caregivers’ 
positive adaptation. These findings highlighted the importance of religion to both 
caregivers and patients. In Singapore, hospice workers provide religion and 
spirituality care on an ad-hoc basis, and there is no formal care plan for spiritual care.  
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Other studies conducted in Asian countries such as Malaysia (Loh, 2006) also agreed 
that there is little spiritual care provided by the hospice. From the literature, a 
chaplain or a pastoral care staff is part of the palliative care teams in many Western 
countries such as the US (Gade, et al., 2008), UK (Hearn & Higginson, 1998), and 
Australia (Caresearch, 2012). The chaplain or the pastor care staff is a non-
denominational person who provides spiritual support to patients and their family 
members. The hospice organisations in Singapore and Asian countries could look into 
including a religious and spiritual care support staff in the palliative care team who 
would focus solely on providing religious and spiritual support, and meeting the 
spiritual needs of caregivers and patients. 
 
As Singapore is a diverse society, healthcare workers encounter a diversity of cultures 
and religions, as well as individuals who have no clearly defined belief system. Each 
religion could have different views towards spirituality and have different spiritual 
needs. Hence, nurses need to have a deeper understanding of the nature of religion 
and spirituality, so that they can practice religious and spirituality sensitivity towards 
caregivers and patients of the various religions. 
 
With the high reliance on foreign domestic helpers to care for the patient it is 
important that government agencies set policies to ensure that the foreign domestic 
helpers are trained in caring for the elderly. This could be done by ensuring that these 
domestic helpers undergo courses on caring for the elderly before they were being 
employed in the caregivers’ home.  
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The heavy reliance on foreign domestic helper could also be due to the unavailability 
of home help services, and the stringent criteria to obtain such service (Sunlove Home, 
2002). There is a need to review healthcare policies so that home help services will be 
more readily available to support the families. There is also a need to ensure that the 
services provided are of good quality and affordable so that there could be less 
reliance on foreign domestic helpers, and to reduce caregivers’ stress.  
 
Recommendations for future research 
Longitudinal qualitative studies should be conducted to understand if caregivers’ 
experience with caregiving changed over time. Caregivers could be interviewed at 
various time-points, such as monthly or bi-monthly. 
 
Caregivers of patients who functional status deteriorated by one point had higher 
positive relative change in financial concerns (less financial concerns) compared to 
those whose functional status remained constant. More studies are needed to 
understand the underlying reasons. 
 
Caregivers coping skills, perceived gains of caregiving, and closeness between 
caregiver and patient could influence caregivers’ perceived QoL. These were not 
measured in this study. Further studies can look into using quantitative measures to 
understand the effects of these factors on QoL. 
 
Relationships with family members was found to be important to caregivers in this 
study, and conflict among family members was a source of stress for caregivers. 
Further studies could be conducted to understand the causes of conflict amongst 
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family members, to enable the development of interventions to help caregivers 
manage these conflicts. 
 
As Singapore is a multiethnic and multicultural society, future studies could include 
more caregivers from other ethnic groups, such as Indian or Malay, who have 
different culture and religion from Chinese. Race-specific studies could also be 
conducted to understand if there are difference in experiences of caregivers among 
difference races. It would help to enhance the understanding of their concerns and 
needs so that services could be established to enhance caregivers’ QoL.  
 
This study found that patient cancer type could influence caregivers’ QoL. However, 
there is a paucity of studies on the relationship between cancer type and QoL. More 
research studies need to be conducted to compare the impact of the different types of 
cancer on caregivers’ QoL, and to understand their needs and experiences. This would 
enable us to provide conclusive results on the effects of patients’ cancer type on QoL. 
 
This study found that both caregivers and patients’ religion had an impact on QoL, 
specifically in the positive adaptation subscale. Although this study found that 
religion influenced caregivers’ QoL, the relationship between spirituality and religion, 
and the impact of spirituality was not explored in this study. Further, little has been 
studied on how patients’ religion could influence caregivers’ QoL. To the best of the 
researcher’s knowledge, this was the first study which explored this aspect. Thus, 
future studies could endeavour to understand the relationship between caregivers and 
patients’ religion and spirituality on caregivers’ QoL.  
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How phase one study informed phase 2 study 
The phase 1 study explored the QoL and experience of family caregivers of a person 
with advanced cancer at home. Findings from the phase 1 study revealed that 
caregivers’ QoL remained constant overtime. Hospice aims to improve QoL of 
caregivers, and to help caregivers have a better appraisal of the caregiving. Thus, an 
intervention to help improving caregivers’ QoL is needed. 
 
Caregivers’ social support was a major predictor of caregivers’ QoL. Interventions for 
caregivers could encourage and provide caregivers with practical strategies to obtain 
social support from family members and friends, and to offer support for caregivers.  
 
The qualitative interviews revealed that caregivers experienced stress and negative 
emotions. Thus, the intervention could help caregivers to learn ways to cope with 
stress and negative emotions. Despite the stress and negative emotions from 
caregiving, caregivers expressed positive gains. The intervention could include 
helping caregivers to identify and focus on the positive gains from caregiving. 
 
Summary 
This chapter discussed the findings of phase I study with support from literature. It 
was a mixed method study which focused on predictors of caregivers’ QoL and 
caregivers’ experience. The findings from the qualitative component was used to 
support the quantitative component. The strengths and limitations of this study were 
also presented. Recommendations were given for future research studies and clinical 
practice. The phase 1 study findings were used to develop the intervention in phase 2 
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study. The next chapter will describe the methods and intervention of the phase 2 
study.  
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Chapter 6 - Phase 2 methodology 
 
Introduction 
This chapter describes and discusses the methodology of the phase 2 study. The phase 
2 study aims to develop and evaluate the effectiveness of a psychoeducation 
intervention, entitled ‘Caring for the Caregiver Programme (CCP)’, for family 
caregivers providing care for an adult with advanced cancer at home with a prognosis 
of 3-12 months. 
 
This chapter starts with the research aims, objectives, and hypotheses, followed by a 
discussion of the design and sampling procedures. The development of the 
psychoeducation intervention will be explained. The outcome measures and process 
evaluation will be discussed. The data collection procedure will be explained, 
followed by ethical considerations of the study. Finally, the data analysis method will 
be described. 
 
Aim, objectives, and hypotheses 
The aim of phase 2 was to develop and evaluate a psychoeducation intervention, 
entitled the ‘Caring for the Caregiver Programme (CCP)’, on family caregivers of a 
person with advanced cancer at home with a prognosis of 3-12 months.  
 
The specific objectives were to: 
1. Develop an intervention for family members caring for an adult with advanced 
cancer at home; 
2. Examine the feasibility of the intervention; 
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3. Examine the differences in quality of life (QoL), social support, stress and 
depression, self-efficacy, closeness between caregiver and patient, positive gains 
of caregiving, and knowledge among family caregivers between the intervention 
and standard care groups over time (T1 [baseline], T2 [week 4], and T3 [week 
8]); and 
4. Explore caregivers’ perception of the benefits and limitations of the CCP. 
 
The primary outcome was caregivers’ caregivers’ QoL (measured by Caregiver 
Quality Of Life Cancer Index, CQOLC). The secondary outcomes were caregivers’ 
social support satisfaction and number (measured by Social Support Questionnaire, 
SSQ), stress and depression (measured by depression and stress from Depression 
anxiety stress scale), self-efficacy in self-care (measured by Self-efficacy in Self-care 
scale, SESCS), closeness between caregiver and patient (measured by General 
Closeness Scale, GCS), positive gains of caregiving (measured by Rewards of 
Caregiving, RC), and knowledge (measured by knowledge on information on ACP, 
community resources, and managing death of patient). The outcomes were measured 
at T1 (baseline), T2 (week 4), and T3 (week 8).	  
 
Hypotheses 
When compared with the group who received standard care, family caregivers in the 
intervention group who received the CCP over time (T1, T2 & T3) would have 
statistically significant: 
1. Improved quality of life; 
2. Higher social support satisfaction and social support number; 
3. Reduced stress and depression; 
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4. Increased self-efficacy in self-care;  
5. Increased closeness with patient; 
6. Increased positive gains in caregiving; and 




The phase 2 study consisted of outcome evaluation and process evaluation. The 
outcome evaluation enabled the researchers to evaluate the effectiveness of the CCP 
using a quantitative design. The process evaluation allowed for a qualitative 
evaluation of the CCP to understand the benefits of each component of the CCP, and 
to improve on the CCP for future studies. 
 
Outcome evaluation 
A pilot randomised controlled trial (RCT) was adopted with two-group pretest and 
repeated posttests design. The phase 2 study was a feasibility study, thus a pilot RCT 
was used. RCT has widely been regarded as the gold standard for evaluating 
intervention effectiveness as it has been regarded as the true experimental design. A 
RCT design is a powerful way of establishing causal connections between 
interventions and outcomes. An RCT design is characterised by the use of a control 
(standard care) group, randomising participants into control and intervention group, 
and an intervention as independent variable (Munro, 2005).  
 
Selection bias could arise from bias of the researcher, or participants’ preference. The 
advantage of RCT is to reduce selection bias. Random allocation allows all patients to 
	  	   243 
have equal chance of being assigned to the intervention or standard care group (Polit 
and Beck, 2008).	  	  
 
Outcomes were measured at baseline, 4th week and 8th week.  The outcome measures 
at 4th week enabled the researcher to understand the short-term effect of the CCP.  It 
was conducted four weeks after the commencement of the CCP to enable caregivers 
have adequate time to master the skills in coping, self-care, and communicate with the 
patients. At 8th week, caregivers were assessed using the same outcome measures as 
4th week. This was to understand the longer-term impact of the CCP on caregivers. 
 
The literature found some studies conducted only one posttest when the caregiver was 
still providing care for the patient (Hudson, et al., 2005; Kwak, et al., 2007). Such 
measure might not allow understanding of the long-term impact of the intervention. 
There was one study which conducted two posttests every fortnight, within 30 days 
(McMillan, et al., 2006). This might also be too short to understand the longer-term 
impact of the intervention. One study conducted posttests over three months at 4th 
week, 9th week, and 12th week (K. Walsh, et al., 2007). Although multiple posttests 
would be ideal, it was important to consider that the prognosis of the patients in this 
study population was short, and more participants would dropout from the study due 
to death of patient if the study duration was too long. Hence, a 8th week follow-up was 
found to be appropriate in this study. 
 
Process evaluation 
Process evaluation was the strategy for addressing the questions of why and how the 
intervention works (Oakley, Strange, Bonell, Allen, & Stephenson, 2006). A face-to-
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face interview was conducted at 8th week with selected participants in the CCP group. 
The aim of the interview was to collect information regarding participants’ perception 
of the CCP and the components contributing to its success, uptake of the skills taught, 
and the perceived limitations of the CCP. Information collected from the interview 
enabled the researcher to explain why and how the CCP worked. Further, it could 
help the researcher understand the strengths and limitations of the CCP so as to 
improve the CCP for future implementation and studies. 
 
Study setting 
This study was conducted in Singapore. The participants were recruited from four 
home hospice organisations (HCA Hospice Care, Singapore Cancer Society, Metta 
Hospice and Agape Methodist Hospice) and the National Cancer Centre (NCC) 
outpatient clinics. The home hospice organisations were chosen as the study setting as 
they provided home hospice care to patients with advanced cancer and their 
caregivers. Hence, they would be able to provide the targeted participants for the 
study.  
 
The participants were also recruited from the NCC as patients with advanced cancer 
could visit the doctors in NCC, and their caregivers would usually accompany them 
for the visit. Some of the NCC patients with advanced cancer received home hospice 
services from the home hospice organisation. The caregivers of patients who were 
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Sampling method 
Convenience sampling was used for the quantitative outcome evaluation. Family 
caregivers who met the inclusion criteria were recruited and randomly allocated into 
the standard care group or intervention group. Although random sampling would be 
ideal to prevent bias in the selection of participants (Polit & Beck, 2013), this was 
technically not possible in this study as the researcher did not have the list and contact 
information of all the potential participants. These information were kept confidential 
by the home hospice organisations and the NCC.  
 
New and existing caregivers from the home hospice organisations were recruited for 
the study. This was to allow more caregivers be eligible to participate in the study, 
and increase recruitment numbers. The duration in which the patient had received 
home hospice care was documented to analyse any differences in outcome measures 
as a result of receiving home hospice services for a longer period of time. 
For the qualitative process evaluation, purposive sampling was used. A purposive 
sample was used to enable the participants recruited would represent the population of 
interest (Schneider, et al., 2003). The participants from the intervention group were 
selected for the interviews based on the change in their QoL scores from baseline to 
8th week, and participants with both positive and negative changes in QoL were 
selected for the interviews. The participants in the standard care group were not 
interviewed as the aim of the process evaluation was to explore caregivers’ perception 
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Inclusion and exclusion criteria 
The participants were recruited based on the following inclusion criteria: 
1. Family caregiver of a person with advanced cancer (stage four) and a 
prognosis of at least three months;  
2. Caregivers of a person receiving home hospice care; 
3. Spend at least 20 hours a week with the patient; and 
4. Able to understand and communicate in English. 
Exclusion criteria were: 
1. Domestic helpers; and 
2. Caregivers with known cognitive impairment. 
 
Participants were excluded from the study if during the course of study: 
1. The participant expressed his/her wish to drop out; 
2. The person with advanced cancer whom the caregiver is caring for passed 
away; or 
3. The caregiver has sent the patient to an inpatient faculty permanently.  
 
The participant inclusion criteria in phase 2 were slightly differed from that in phase 1. 
The participants in this phase 2 study did not have to be the primary caregiver, but 
had to spend at least 20 hours a week with the patient. From phase 1 study, it was 
found that some primary caregivers spent little time providing care for the patient and 
seldom visited the patient. The patient was mainly cared for by the domestic helper. 
As a result, they might not be heavily impacted by the demands of caregiving. Thus 
the criterion of having to spend at least 20 hours a week with the patient was added to 
phase 2 study to ensure that the caregivers was actively involved in the caregiving. 
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Also, only caregivers who understood English were recruited in phase 2 because the 
CCP was conducted in English.  
 
Randomisation 
The participants were randomly allocated into the standard care group and 
intervention (CCP) group. A computerised random number table generated from the 
Microsoft Excel Spreadsheet was used to allocate participants into their respective 
groups. After the participant signed the consent, they were allocated to either standard 
care or intervention group based on the random number table. For participants in the 
intervention group, an appointment was made within one week after the consent to 
conduct the intervention. Participants in the standard care group received the routine 
care from the home hospice organisations. Participants in the intervention group 
received the intervention in addition to their routine care.  
 
Sample size determination 
Outcome evaluation 
The sample size was determined by the power analysis calculation. Power analysis 
was determined using the two-group power analysis for analysis of variance 
(ANOVA) (Portney & Watkins, 2009). Power analysis for an intervention study was 
based on the significant criterion (α), sample size (N), effect size (ϒ), and power (1-β). 
A higher power would require a larger sample size, while a higher level of 
significance, higher effect size, and repeated measures of the same participant would 
require smaller sample size (Aberson, 2010).  
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Power is the probability that the statistical test would identify an intervention effect if 
it existed, also known as a Type II error. A power of 0.80 is recommended in nursing 
research (Plichta & Kelvin, 2013).  
 
While power addresses issues on Type II error, the alpha level addresses issues with 
Type I error, which is the probability of rejecting the null hypothesis when it should 
be accepted. An alpha level of 0.05 is commonly used in healthcare research (Plichta 
& Kelvin, 2013).  
 
This study used three data time points (one baseline, and two posttests) to understand 
the short-term and longer-term effect of the intervention on baseline scores. In a 
repeated measures study, the number of participants required to detect power is also 
reduced (Aberson, 2010). This is because error variance estimates from standard 
ANOVA are large, but the repeated measure of each participant helps to reduce the 
error variance, enabling statistical inferences to be made from a smaller sample size.  
The effect size measures the magnitude of relationship between two groups, and is 
calculated by the group means divided by their standard deviation. The effect size was 
based on the findings from the first 50 participants in the present study on the 
percentage change in QoL (baseline vs. posttest) and the t-test. The effect sizes of 
previous studies were not used as the intervention content and delivery methods of 
those studies (Cameron, et al., 2004; Hudson, et al., 2005; Kwak, et al., 2007; 
McMillan, et al., 2006; K. Walsh, et al., 2007) were different from this present study.  
 
To calculate the effect size, the mean and standard deviation (SD) of the percentage 
change in QoL was calculated between the posttest 1 with baseline, and posttest 2 
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with baseline in this study. Between posttest 1 and baseline, mean (SD) was found to 
be 11.53 (15.22) for intervention and -6.22 (13.83) for standard care. Cohen’s d was 
1.22, and effect size was 0.52. Between posttest 2 and baseline, mean (SD) was found 
to be 18.02 (18.62) for intervention and -6.32 (22.55) for standard care. Cohen’s d 
was 1.18, and effect size was 0.51. A conservative effect size of 0.40 was assumed for 
the study. This was considered a ‘medium’ effect size according to J. Cohen’s (1988) 
conventions. 
 
Based on a power of 0.80, alpha set at 0.05,  a medium effect size of 0.40, and data 
collection at 3 time points for each participant, 26 participants were required for each 
group (total=52) (Portney & Watkins, 2009). Taking into account of about 35% 
dropout rate, 80 participants were required. 
 
From the first 50 participants, it was found that 12 participants (out of 26, 46.15%) in 
the standard care group did not complete both posttests, compared to 7 (out of 24, 
29.17%) participants in the intervention group. Thus, more participants were allocated 
to the standard care group (n=42) compared to intervention group (n=38) based on the 
percentage of dropout in each group (Sathian et al., 2010).  
 
Process evaluation 
Data saturation was used as the guiding principle for sample size in qualitative 
interview. Data saturation meant that the researcher reached a point when no new data 
could be obtained from further interviews (Guest, et al., 2006). Recruitment of 
participants continued until data saturation. Twelve participants were recruited for the 
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The standard care group received routine care from their respective home hospice 
organisation. Standard care included regular weekly to monthly visits from a home 
hospice nurse. A typical visit by the nurse lasted for about 30 minutes. During the 
visit, the nurse typically focused on providing care for the patient. The nurse would 
teach caregivers the necessary skills and knowledge to provide physical care for the 
patient, and to manage pain and other symptoms. The nurse might also provide 
psychosocial support for caregivers such as counselling if the caregiver required. 
However, this was not done on a routine basis as some family caregivers might not be 
at home during the nurse visit. The nurse might refer the caregiver for further 
counselling by the medical social worker or counsellor based on the nurse’s 
assessment of the caregivers’ psychosocial functioning, if the caregiver agreed. The 
counselling services that the caregivers received from standard care were taken into 
account in the analysis of the findings. Caregivers were being asked if they had 
received counselling from a hospice staff member. The participants in the intervention 
group received the designed CCP intervention on top of their standard care from their 
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Aim of the CCP programme 
The aims of the CCP were to: 
1. Help caregivers to cope with stress, frustration, depression and anticipatory 
grief; 
2. Increase closeness between patient and caregiver;  
3. Increase social support for caregivers;  
4. Enhance caregivers’ knowledge on ACP, community resources, and managing 
death of patient; and 
5. Improve caregivers’ QoL. 
 
Development of the CCP content 
The CCP was supported by the self-efficacy theory (Bandura, 1986). Bandura’s (1986) 
four strategies to increase self-efficacy were applied in the study: 1) Personal mastery; 
2) Vicarious experiences; 3) Verbal persuasion; and 4) Physiologic feedback. The 
content of the CCP was also based on findings from phase 1 study, and the reviewed 
literature (Bee, et al., 2009; Funk, et al., 2010; Hudson, 2004; S. T. Tang, et al., 2008; 
W. Tang, 2009). The following presents the main content and the strategies that are 
related to each aim of the CCP. 
 
Cope with stress, frustration, depression and anticipatory grief. Findings from 
phase 1 study revealed that caregivers experienced much stress, negative emotions 
such as frustration, depression and anticipatory grief. This was also reported in the 
literature (Grbich, et al., 2001; Hudson, 2004; Mok, et al., 2003; Munck, et al., 2008; 
Osse, et al., 2006; Proot, et al., 2003). The stress experienced during caregiving could 
be mitigated by emphasising positive coping strategies such as seeking support and 
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help from the people in their social circle (Hudson, et al., 2005), and using a problem-
solving approach to solve the problems that lead to stress during caregiving 
(Cameron, et al., 2004). To cope with anticipatory grief, caregivers were taught to 
share past memories (life review) and express their feelings with the patient (Kwak, et 
al., 2007).  
 
Similar to the literature (Hudson, 2004), phase 1 study found caregivers were able to 
find positive gains from the caregiving experience despite the negative aspects of 
caregiving. Thus the CCP included helping caregivers to see the positive aspects of 
caregiving to cope with the stress of caregiving. Table 6.1 describes how the self-
efficacy theory was applied to help caregivers cope with stress, frustration, and 
depression/anticipatory grief. 
 
Increase closeness between caregiver and patient. The CCP aimed to improve 
communication between caregiver and patient by teaching direct and indirect methods 
of sharing feelings, and promoting life review (Allen, et al., 2008; Kwak, et al., 2007). 
This increased closeness between caregiver and patient might protect caregivers from 
mood disturbances and perceived difficulty of caregiving especially when caregiving 
demands were high (Schumacher, et al., 2007). Table 6.2 describes how the self-
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Table 6.1 Self-efficacy theory and coping with stress, frustration, depression, and 
anticipatory grief 
Component Description  
Personal 
mastery 
• To provide information on signs of stress and burnout, and 
anticipatory grief. 
• To provide suggestions on types of relaxing activities 
caregivers can engage in. 
• To suggest types of positive gains of caregiving. 
• To discuss the strategies the caregivers previously used to 
cope with stress, frustration, and depression, suggest new 
strategies, and documented strategies in care plan.  
• Telephone follow-up to evaluate if the coping strategies 





• Video with scenarios on how the caregiver cope with stress, 
frustration, depression, and anticipatory grief. 
• Video with scenarios on how the caregiver experienced 




• To encourage caregivers to use the strategies which were 
useful in the past, and to regularly engage in suggested 
activities for relaxation during face-to-face session. 
• To encourage caregivers to focus on the positive aspects of 
caregiving to mitigate the negative impact of caregiving, 
and to seek support from family members and friends. 
• Telephone follow-up to remind and encourage caregivers to 
engage in coping and relaxing activities, and to seek social 
support if required.  
• To encourage caregivers to use suggested coping strategies 
they learn from the video and care plan. 
• Online forum where healthcare workers and former 
caregivers share tips and encourage caregiving to engage in 





• Caregivers might experience reduced stress, frustration, and 
anticipatory grief, and attribute it to the strategies taken. 
Hence, they will be greater encouraged to engage in the 
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• To provide tips on communication with patient. 
• To discuss ways caregivers have successfully share feelings 
with the patient from past experiences.  
• To suggest methods to increase communication with 
patient. Discussions are documented in the care plan.  
• Telephone follow-up to evaluate if caregivers’ 
communication with patient has improved, and to suggest 




• Video with scenarios on how the caregiver share feelings 




• To encourage caregivers to set aside time to communicate 
and share daily events with the patient.  
• Telephone follow-up to remind and encourage caregivers to 
spend time communicating with the patient.  
• Online forum where healthcare workers and former 




• Caregivers may experience increased closeness with the 
patient, and attribute it to the strategies taken. Hence, they 
will be greater motivated to spend more time with the 
patient. 
 
Increase social support. The phase 1 study found that caregivers’ QoL and social 
support remained constant over time. Social support satisfaction was found to predict 
higher QoL. W. Tang (2009) also supported that social support was a predictor of 
caregivers’ QoL. Social support was found to be associated with well-being during 
stressful and non-stressful times of a person’s life (S. Cohen & Wills, 1985). Hence, 
providing social support to caregivers would be beneficial regardless of whether they 
perceive themselves to be in a stressful situation. Thoits (1986) proposed that a person 
who were facing or had faced a similar situation would provide more effective 
support. In the CCP, caregivers were encouraged to obtain social support from the 
people around them, such as their family member, friends, and healthcare workers. 
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Social support included practical help in caring for the patient, emotional support, and 
informational support.  
 
The phase 1 study also found that the caregivers were very busy and it was difficult 
for them to meet each other. Thus, an online forum was created for the caregivers in 
the CCP. The use of an online forum as a support medium has been supported by the 
literature (Ferguson, 1997; Klemm & Noland, 1998; White & Dorman, 2001). This 
online forum was a part of the CCP for caregivers to share their experiences and 
support each other. The participants in the forum consisted of the participants, 
healthcare workers, former caregivers and current caregivers. The researcher and the 
healthcare workers moderated the discussion. Table 6.3 presents how the self-efficacy 
theory was applied to increase social support for caregivers. 
 
Table 6.3 Self-efficacy theory and increasing social support for caregivers 
Component Description 
Personal mastery • To discuss with caregivers the people in their social 
network (family members, friends, and healthcare 
workers) from whom they could seek support, and the 
agreed strategies were documented in the care plan.  
• Telephone follow-up to evaluate if caregivers sought 




• Video the scenarios to show how the caregiver seek social 
support from her social network, set time aside to meet up 
with friends, and talk to her friends about her issues faced 




• To encourage caregivers to seek social support from 
social network duration the initial face-to-face session.  
• Telephone follow-up to provide support and encourage 




• Caregivers may feel that receiving social support helped 
them to cope better with caregiving. Thus, they may be 
more motivated to seek social support. 
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Enhance knowledge. The phase 1 study found that caregivers had information needs 
such as practical day to day care of the patient, relieving of patients’ pain and 
symptoms, medical equipment, and social services. Information needs of caregivers 
have also been largely emphasized in the literature (Aoun, Kristjanson, Currow, et al., 
2005; Bee, et al., 2009; Docherty, et al., 2008; Munck, et al., 2008; L. O'Connor, et 
al., 2009). The CCP consisted of information provision as part of the intervention, and 
caregivers could ask for any additional information they required. 
 
Components in CCP 
There were four components in the CCP 
• A video compact disk (CD);  
• A one-hour face-to-face session and individualised care plan; 
• Two telephone follow-up at week 3 and 6; and  
• An invitation to an online social support group.  
 
The CCP was a six-week programme. During the face-to-face session, the researcher 
previewed a video with the participant and answered any queries the participant might 
have regarding the video. Thereafter, the researcher discussed and developed an 
individualised care plan with the participant based on the goals and objectives 
described in the video. After the initial face-to-face session, the participants were 
given the video CD and could review it at their own time.  
 
Through the two telephone follow-ups, the researcher provided further support to 
participants. The participants could also ask any questions that they had during the 
telephone follow-up. Further, the telephone follow-up enabled the researcher to 
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remind the participants to practice the strategies that were discussed in the face-to-
face session. 
 
The participants were also invited to join an online social support group after the face-
to-face session. The online social support group was hosted on a forum website 
(http://support4carers.lefora.com/), and caregivers were sent an email invitation to 
join the group. Caregivers were allowed to choose a pseudonym in the forum so that 
their real identities could be concealed. Caregivers could also view the forum without 
logging into the forum for convenience. The online social support group consisted of 
participants from the intervention group, former caregivers who were invited by the 
researcher to join the group, and healthcare workers. The healthcare workers included 
palliative doctors, nurses, and medical social worker. Caregivers could discuss their 
problems and share their knowledge and experiences in caregiving on the online 
forum. The researcher moderated the discussion. The following provides detailed 
description of each component of the CCP. 
 
Video. Based on the self-efficacy theory, vicarious experiences could help increase 
self-efficacy. Through the video, vicarious experience is enhanced through symbolic 
modelling. For modelling to take place, the model has to have similar characteristics 
to the person, and the skills and knowledge to achieve the desired behaviour (Pender, 
et al., 2006). Hence, the video storyline revolved around a caregiver and a cancer 
patient, which is similar to the caregiving population in which the CCP was intended 
for.  
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In the video, self-care strategies were also taught to help caregivers cope with the 
stress from caregiving. In caregiving studies, caregivers’ ability to maintain self-care 
was found to be correlated with their self-efficacy self-care (Steffen, McKibbin, 
Antonette, et al., 2002). This further emphasised the importance in caregivers’ self-
efficacy in the area of self-care 
 
Further, the literature suggested that video intervention could be useful in normalizing 
negative emotions, and facilitating self-care behaviours (Clark & Lester, 2000). A 
video was developed for the CCP. The duration was 23 minutes. The length of the 
video was decided based on a review of the literature, where the length of the video 
was 17 to 23 minutes (Clark & Lester, 2000; Duggleby, et al., 2007) for a one-time 
session.  
 
The aims of the video in the CCP were to: 
1. Teach caregivers strategies to cope with stress, frustration, and depression; 
2. Improve communication between caregiver and patient; 
3. Increase social support for caregivers; and 
4. Provide information on ACP, websites on obtaining information and help from 
services, and managing death of patient  
 
The storyline of the video script was developed based on the caregivers’ qualitative 
narration in the phase 1 study. In the video, the common causes of stress and negative 
emotions were described, followed by suggestions on how to cope with these issues. 
The video also contained suggestions on how to improve communication and increase 
closeness between the caregiver and the patient.  
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Information on ACP, websites on obtaining information and help from services, and 
managing death of patient were provided in text form at the end of the video. 
Literature also emphasised the importance of written information to enable caregivers 
to reread the information (Harding, et al., 2012). Thus, such information was also 
provided in hard copy on four pages of A4 paper so that participants could reread the 
information if they prefer.  
 
After drafting the script for the video, it was appraised by an expert panel which 
consisted of a palliative care doctor, two palliative care nurses, one palliative medical 
social worker, and three former caregivers who took care of a patient in home hospice 
care less than six months ago. This was to seek their opinion and validate the content 
before the final script was confirmed.  
 
One of the changes made to the video script was the scenario which displayed 
frustration between the caregiver and patient. The initial scenario was about the 
caregiver being frustrated because the patient refused to have her meals. However, the 
palliative care nurse suggested to use a scenario regarding pain management as this 
was the most common cause of frustration between caregiver and patient. The 
scenario was changed according to the expert comment. The former caregivers 
suggested that the narration from the ‘nurse’ in the video was lengthy. Hence, the 
narration was reduced, and only the main points were emphasised.  
 
The palliative care doctor suggested to include information on ACP and inpatient 
respite care. Information on ACP was important to encourage caregivers to discuss 
with the patient on their choice of medical care and their personal wishes, so that the 
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wishes of the patient could be fulfilled before the patient passes on. Information on 
inpatient hospice care would enable caregivers to know the available hospices they 
could seek help from if they wished to send the patient to an inpatient hospice. The 
information was added according the comments. The final aims and content of the 
video in the CCP is presented in Table 6.4. 
 
Table 6.4 Aims and content of the Video CD  









• Introduction to being a caregiver. 
• To provide information on the impact of caregiving on 
caregivers’ life, and knowledge on the signs of stress and 
burnout. 
• To teach self-care strategies and to focus on caregiving gains. 
• To teach strategies in management of frustration with patient 
and family members. A before/after strategy was used to show 
caregivers the “usual” behaviour, and the “more appropriate” 
behaviour. 
• To provide information on the stages of anticipatory grief, and 







• To learn methods of sharing memories and expressing feelings 





• To encourage seeking practical help, emotional support, and 










• To provide information on ACP.  
• Community resources: 1. Respite care; 2. Home help services; 
3. Websites on palliative and hospice care, caregiver 
programmes, and management of emotions. 
• Signs of dying and information on what to do when the patient 
passes on. 
• Bereavement support. 
 
Face-to-face session. A face-to-face discussion session was employed as it could help 
increase the effectiveness of the video by allow sharing of caregivers’ experience and 
answering questions (Clark & Lester, 2000). The face-to-face session was further 
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used as a platform for the researcher to build rapport with the participant for the future 
telephone follow-up. The literature also supported that an initial face-to-face session 
could enhance the effectiveness of telephone follow-up (Beebe & Tian, 2004).  
 
The one-hour face-to-face session consisted of two sections. In the first section, the 
researcher watched the video with the participant to ensure that the participant 
previewed the full video at least once. It was then followed by sharing and discussion 
(about 30 minutes). 
 
The second section was to develop an individualised care plan with caregiver (about 
30 minutes). When formulating the care plan, the researcher discussed ways with the 
caregiver to cope with stress, frustration, depression and anticipatory grief, increase 
social support, and improve communication with the loved one. This was to fulfill the 
personal mastery strategy in the self-efficacy theory (Bandura, 1977).Through the 
discussion, the research could understand the tasks that caregivers could successfully 
perform, and to suggest strategies that could be performed by the caregivers. 
 
The researcher also encouraged the caregiver to discuss ACP with patient, and 
provided any further information the caregiver required on community resources that 
were not available in the CCP. The agreed strategies were documented in the care 
plan. The content of the care plan and tips followed closely with those presented in 
the video. The aims and content of the care plan of the CCP with examples are 
illustrated in table 6.5. At the end of the face-to-face session, participants were invited 
to the caregiver online forum. Their email addresses were obtained, and an email 
invitation was sent to them. 
	  	   262 
Table 6.5 Aims and content of the care plan 
Aim Content in care plan 
Develop an 
individualised plan 
to help caregiver 





• To understand frequent causes of stress and worry, and 
to discuss strategies to cope with the stress and worry 
(e.g. stressed and worried when patient is not well – 
plan: pray when patient is unwell). 
• To discuss types of relaxing activities the caregivers 
used to enjoy, and to engage in the activity (e.g. 
Swimming and running – plan: to run at least once a 
week). 
• To understand frequent causes of frustrations, and  
strategies to overcome (e.g. mother [the patient] 
throwing temper tantrum – plan: to take a deep breath, 
calm down, and try not be affected by mother losing 
her temper). 
• To cope with depression and anticipatory grief (e.g. 
talk to family members or friends when feeling sad). 
 





• The frequency of communicating with the patient 
beyond superficial greetings (e.g. three times a week). 
• The appropriate timings to spend more time 
communicating with the patient (e.g. at evening after 
dinner). 
• To discuss strategies to communicate and/or share 




support for caregiver 
 
• To discuss source of social support (e.g. spouse) 
• To discuss on other possible sources of social support 
and how to seek support (e.g. sisters - can share 




to discuss ACP with 
patient, and to 
provide any further 
information on 
community 
resources that were 
not available in the 
intervention 
• To understand knowledge on ACP and ways to discuss 
ACP with the patient.  
• To provide information on additional community 
resources if required. 
 
Telephone follow-up. Telephone follow-ups were provided at 3rd week and 6th week 
after the initial face-to-face session. As the caregivers were busy and it was difficult 
to have many face-to-face sessions. Based on the self-efficacy theory, verbal 
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persuasion could be used to enhance self-efficacy (Bandura, 1977). Through the 
telephone follow-up, caregivers’ self-efficacy could be enhanced through suggestions 
and exhortation by the researcher, and self-instruction through caregivers’ evaluation 
on whether the planned outcomes were met. 
 
Literature supported that telephone follow-up could help enhancing the intervention 
after an initial session (Hudson, et al., 2005; S. Walsh & Schmidt, 2003; Williams, et 
al., 2010). Evidence also supported that telephone calls could have a therapeutic 
impact for caregivers such as reducing stress and depression, and increasing social 
support (Kilbourn, et al., 2011).  
 
In the CCP, each phone call lasted for about 30 minutes. A protocol has been 
developed to guide the conversation. The aims and content of the telephone follow-up 
in the CCP are presented in table 6.6.  
 
Online social support group. The phase 1 study found that caregivers were either 
confined to their home due to caregiving, or had work commitments. Hence, they had 
little time to meet up for face-to-face sessions. However, caregivers had information 
and social support needs, and they were very willing to share their knowledge with 
other caregivers.  
 
An online support group was thus developed to enable caregivers to access 
information and to chat at their own free time, even at their workplace for caregivers 
who were working. This online social support group enabled caregivers to post their 
questions online, and to share their knowledge and experiences with other caregivers. 
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Table 6.6 Aims and content of the telephone follow-up. 
Aim Content in telephone follow-up 
Encourage caregiver 
to employ various 
strategies to cope with 
stress, frustration, and 
anticipatory grief 
• To ask whether the caregiver had commenced the 
care plan, taken strategies to relief stress, reduced 
frustration and depression, and improved their coping 
with the caregiving.  
• To evaluate if those strategies were useful for the 
caregiver. If not useful, to suggest alternate methods 
for the caregiver. 
• To encourage self-care and regular engagement in 
activities that they found relaxing.  






• To evaluate if the communication strategies were 
useful for the caregiver. If the strategies were not 
useful, to suggest alternative methods for the 
caregiver. 
 
Provide social support 
for caregiver 
• To convey concern to caregivers by asking how they 
have been coping, and to provide social and 
emotional support. 
• To inform caregiver on the topics discussed in the 
online forum. If the caregiver has commented on the 
forum, to follow up with the questions. 
 
Provide any further 
information caregiver 
required on 
community resources  
• To ask if caregiver had any further information they 
required on community resources. 
 
The online social support group could fulfill the personal mastery, vicarious 
experience, and verbal persuasion strategies in the self-efficacy theory (Bandura, 
1977). Through the sharing of knowledge in the forum, caregivers could experience 
increased personal mastery. Vicarious experience could be enhanced when other 
caregivers share about their successes in caregiving, thus encouraging other 
caregivers that they could also succeed coping in the caregiving. Through the forum, 
caregivers could also provide suggestions and exhortation, and fulfill the verbal 
persuasion strategy. The aims and content of the online forum are presented in table 
6.7. 
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Table 6.7 Aims and content of the online forum 
Aim Content 




• To provide a platform for caregiver to share 
information on caregiving, and to obtain advice on 
problems faced during caregiving 
 
Increase social support 
for caregiver 
• To obtain support from other caregivers and to 
provide support to each other through the forum 
 
The online forum participants consisted of all participants in intervention group, three 
former caregivers, and healthcare workers. All the 38 participants in the intervention 
group were invited to the forum via email with the web-link. They could create their 
own username and password to allow them to choose their preferred pseudonym as 
their username, and password which was convenient for them to remember. The 
healthcare workers included one palliative nurse, one palliative doctor, and one 
palliative medical social worker. The former caregivers and healthcare workers served 
as volunteers in the forum. The researcher also served as a moderator in the forum. 
 
The following are the roles of the researcher, healthcare workers, former caregivers, 
and participants in the online forum: 
Role of researcher 
• To moderate discussions in the forum 
• To provide information on community resources 
• To direct caregivers to appropriate healthcare resource 
 
Role of healthcare workers 
• To provide medical related advise from healthcare perspective 
• To provide general advise in caregiving 
• To direct caregivers to appropriate healthcare resource 
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Role of former caregivers 
• To share experience, and how they coped with various situations 
• To share caring tips with caregivers 
• To provide support to caregivers 
• To share resources (e.g. where they obtained help, use of complementary 
therapies) 
 
Role of caregivers (participants) 
• To ask questions regarding problems they faced during caregiving 
• To share experience, and how they coped with various situations with other 
caregivers 
• To obtain social support from other caregivers 
 
To start the ball rolling for the online forum, the researcher asked a former caregiver 
to share some tips on providing care for a patient. From the tips, other caregivers 
could discuss on how they provided care for the patient. The researcher also posted 
information related to caregiving on the forum, which caregivers could discuss about. 
An online medium allowed the researcher to keep a record on the number and type of 
topics shared.  
 
Literature supported that online medium was beneficial for discussion of taboo or 
embarrassing topics due to its anonymity, and enabled people to have greater self-
disclosure and honesty (Klemm and Noland, 1998; Ferguson, 1997). A study on the 
use of online social support for cancer caregivers reported that the online support 
reduced caregivers’ anxiety and depression levels, improved quality of life, reduced 
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perception of unmet needs and burden of care, improved coping strategies and 
reduced barriers to receiving support and ability to ask for help. However, the pitfall 
of an online group is that inaccurate information might be disseminated (White and 
Dorman, 2001).  
 
To prevent the pitfall in the present study, three healthcare workers were invited to 
moderate the online discussion alongside with the researcher. If inaccurate 
information was posted on the forum by the participants, the researcher would explain 
to the participant that the information was inaccurate, and would inform the 
participant that the comment would be deleted. If a participant posted offensive 
comments on the forum, the researcher would also delete the comment and speak to 
the caregiver on the phone regarding the problem the caregiver might have. 
Throughout the study, no participant posted any inaccurate information or offensive 
comment. 
 
Content validity of the CCP 
To ensure that the content of the intervention met the needs and were relevant for 
caregivers of persons with advance cancer, an expert panel which consisted of a 
palliative doctor, two palliative nurses, a palliative medical social worker, and three 
former caregivers who cared for persons with advance cancer at home and received 
home hospice care less than six months ago, were invited to provide inputs on the 
CCP and validate the CCP. Their suggestions for the video has been discussed above 
(section on ‘video’, p. 254-255). The panel who evaluated the CCP also suggested 
providing information on caregiving, such as strategies to cope with stress and 
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disease-related information, on the online forum to encourage caregivers to visit the 
forum more frequently. 
 
The suggestions and validation from the expert panel helped to improve the content of 
CCP, and ensured that the CCP was relevant to the caregivers’ needs from the 
caregivers and healthcare workers’ perspectives.  
 
Integrity of intervention 
Integrity of intervention was defined as the degree in which the intervention was 
carried out as planned (M. Campbell et al., 2000). To ensure integrity, it is important 
that all aspects of the CCP were carried out according to the planned protocol 
(Hodges et al., 2010). This is also to ensure that the internal and external validity of 
the study was maintained (Horner, Rew, & Torres, 2006). In the present study, several 
strategies were employed to enhance integrity of intervention. 
 
To maintain consistency in the implementation of the intervention, one researcher 
conducted all components of the interventions, which included the face-to-face 
session, telephone follow-up, and maintenance of the online forum. A detailed 
intervention guide (appendix 12) was used to ensure that all steps of the intervention 
were followed for all participants in the intervention group. The telephone follow-up 
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Measures 
Outcome measures included Caregiver Quality Of Life Cancer Index (CQOLC), 
Social Support Questionnaire (SSQ), Depression and stress, Self-efficacy in Self-care 
Scale (SESCS), General Closeness Scale (GCS), Rewards of Caregiving (RC), and 
knowledge. Caregiver and patient socio-demographic and clinical data were also 
collected. The reliability and validity of the outcome measures have been discussed in 
chapter 3. The instruments that were not included in phase 1 study are discussed in 
this chapter. Data were collected at baseline (T1), 4th week (posttest1, T2) and 8th 
week (posttest 2, T3). Table 6.8 illustrates the data collection plan. 
 
Table 6.8 Data collection plan 
Measure Baseline  
(T1) 
Posttest 1 – 4th 4th 
week (T2) 
Posttest 2 – 8th 
week (T3) 
Caregiver Quality Of Life Index – Cancer  
(CQOLC) 
✓ ✓	   ✓	  
 





















































Other data: Caregiver involvement, access  
to counsellor, access to live-in maid, patient 
ECOG-PSR, and inpatient hospitalisation 
✓ ✓ ✓ 
Note. ECOG = Eastern Cooperative Oncology Group Performance Status Rating. 
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Caregiver Quality Of Life Index - Cancer 
The CQOLC has been introduced in chapter 3. In phase 2 study, the internal 
consistency (Cronbach’s α) of the CQOLC was 0.86 at baseline for both English and 
Chinese questionnaires. Cronbach’s α for the subscales were 0.79 for burden, 0.77 for 
disruptiveness, 0.76 for positive adaptation, and 0.88 for financial concerns at 
baseline. The Cronbach’s α values were within the acceptable range (Bland & Altman, 
1997). 
 
Social Support Questionnaire 
The SSQ has been introduced in chapter 3. In phase 2 study, the Cronbach’s α for 
social support satisfaction (SSS) was 0.96, and 0.88 for social support number (SSN) 
at baseline for both English and Chinese questionnaires. The Cronbach’s α values for 
the social support number was within the acceptable range, but slightly high for social 
support satisfaction (Bland & Altman, 1997). The slightly high Cronbach’s α values 
revealed that the questions were largely inter-related (Bland & Altman, 1997) 
 
Stress and depression (Appendix 13) 
Caregivers’ stress and depression was measured using the stress and depression 
subscales from the Depression Anxiety Stress Scale (Lovibond & Lovibond, 1995). 
The questionnaire consisted of 14 items and two subscales. There were seven 
questions in each subscale to measure stress and depression. Each item is rated on a 4-
point Likert scale. Higher scores represented higher levels of stress and depression. 
The authors (Lovibond & Lovibond, 1995) reported good psychometric properties for 
the scale (Cronbach’s α= 0.90 for Stress, Cronbach’s α= 0.91 for Depression). 
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The scale had been used in studies conducted in Asian countries (J. G. W. S. Wong, 
Cheung, Chan, Ma, & Tang, 2006), and on caregiver populations (Weisman de 
Mamani, 2010). The Chinese version of the scale was translated by Dr Calais Chan 
from Hong Kong (http://www2.psy.unsw.edu.au/Groups/Dass/Chinese/calais.htm) (C. 
Chan, 2012).  
 
In this present study, the stress and depression scale had a CVI of 91.4%. The internal 
consistency (Cronbach’s α) of both English and Chinese questionnaires was 0.89 at 
baseline for overall stress and depression, 0.82 for stress, and 0.85 for depression. The 
Cronbach’s α values were within the acceptable range (Bland & Altman, 1997). 
 
General Closeness Scale (GCS) (Appendix 14) 
Relationship between the caregiver and the patient was measured by the General 
Closeness Scale (GCS) (Mangen & Westbrook, 1988). The scale consisted of four 
items which rated on a 4-point Likert scale. Higher scores indicate higher closeness 
between the caregiver and the patient. The authors (Mangen & Westbrook, 
1988)reported good psychometric properties for the scale (Cronbach’s α= 0.85). 
 
 The GCS had been used in studies conducted in Asian countries (Silverstein, Cong, 
& Li, 2006), and on caregiver populations (Chang, et al., 1998; Mackay & Pakenham, 
2011). Chang et el. (1998) reported a Cronbach’s α of 0.78 for the GCS.  
 
The researcher translated the GCS into Chinese following the model recommended by 
Maneesriwongul and Dixon (2004). The English version of the GCS was first 
translated to Chinese by the researcher who is proficient in both English and Chinese 
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languages. The Chinese translation was back translated to English by a fellow 
colleague who is also proficient in both English and Chinese to ensure that the 
Chinese translation had the same meaning as the English version. The emphasis of the 
translation was to maintain conceptual meaning rather than the literal meaning. 
Validity of the translated version was tested using the translation validity index (TVI) 
(S. T. Tang & Dixon, 2002), which was an adaptation of the CVI. Similar to the CVI, 
a TVI above 80.0% was considered to be acceptable (Norwood, 2000). A panel of one 
palliative doctor, nurse, medical social worker, and two former caregivers who were 
proficient in both English and Chinese were invited to validate the questionnaire 
using the TVI. A TVI of 95.0% was reported. The palliative doctor, nurse and 
medical social worker also validated the CVI for the instrument. The GCS scale had 
an overall CVI of 90.0%. The internal consistency (Cronbach’s α) of both English and 
Chinese questionnaires was 0.86 at baseline which was satisfactory (Bland & Altman, 
1997). 
  
Self-Efficacy in Self-Care Scale (SESCS) (Appendix 15) 
Self-efficacy was measured to determine if the intervention would help in improving 
caregivers’ self-efficacy in obtaining respite and controlling upsetting thoughts. Self-
efficacy was measured by the Caregiver Self-efficacy in Self-care scale (Steffen, 
McKibbin, Antonette, et al., 2002). The original SESCS consisted of three subscales 
with five items in each subscale. However, the subscale on responding to disruptive 
patient behaviours was excluded as this subscale targeted at caregivers of dementia 
patients which was not the target population of the present study. The two subscales 
used in this study were: 1) Self-efficacy in obtaining respite (items 1 to 5), and 2) 
Self-efficacy in controlling upsetting thoughts about the caregiving situation (items 6 
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to 10). The items were rated on a 10-point Likert scale. Higher scores indicated higher 
self-efficacy. Steffen et al. (2002) reported good psychometric properties for the scale 
(test-retest for obtaining respite: r=0.76, Cronbach’s α=0.88; test-retest for controlling 
upsetting thoughts: r=0.76, Cronbach’s α=0.86). 
 
The SESCS has been used in studies conducted in Asian countries (Au, et al., 2009), 
and palliative care populations (Hudson, et al., 2005). Hudson et al. (2005) reported a 
Cronbach’s α of 0.76, and test-retest reliability of 0.68 for the SESCS. The Chinese 
version of the SESCS translated by Au et al. (2009) was used in the present study. 
The Chinese SESCS has been used in Hong Kong with good psychometric properties 
reported (Au, et al., 2009).  
 
In this present study, the Caregiver Self-care Self-efficacy scale had a CVI of 90.0%. 
The internal consistency (Cronbach’s α) of both English and Chinese questionnaires 
was 0.81 at baseline for overall self-efficacy, 0.80 for obtaining respite, and 0.82 for 
controlling upsetting thoughts. The Cronbach’s α values were within the acceptable 
range (Bland & Altman, 1997). 
 
Rewards of Caregiving (RC) (Appendix 16) 
Positive gains of caregiving was measured using the Rewards of Caregiving 
(Archbold & Stewart, 1996). The original questionnaire consisted of 15 items, but 
five items were removed as they focused on caregivers of the aged and caregivers of 
people living in a nursing home. Ten items of the RC were used in this study. The 
items were rated on a 5-point Likert scale. Higher scores represent higher perception 
of positive gains.  
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The RC had been used in studies conducted in Asian countries (Wang, et al., 2011), 
and on palliative caregiver populations (Hudson, et al., 2005). Hudson et al. (2005) 
reported that the RC had good psychometric properties (Cronbach’s α=0.77-0.94. 
Test-retest r=0.82). For the Chinese version of the questionnaire, the translation by 
Wang et al. (2011) from Taiwan was used. In this present study, the RC had a CVI of 
100%. The internal consistency (Cronbach’s α) of both English and Chinese 
questionnaires was 0.94 at baseline which was satisfactory (Bland & Altman, 1997). 
 
Knowledge (Appendix 17) 
Caregivers’ perceived knowledge on ACP, community resources, and managing death 
of patient was measured with six items rated in a 5-point Likert scale. The items were 
developed by the researcher. Content validity was sought from a panel of five experts 
in the area of palliative care (two doctors, two nurses, and one medical social worker) 
The scale had a CVI of 96.7% which was high. The internal consistency (Cronbach’s 
α) of both English and Chinese questionnaires was 0.74 at baseline which was 
acceptable (Bland & Altman, 1997). The Chinese version of the questionnaire was 
translated by the researcher following the same translation process as the GCS scale 
(Maneesriwongul & Dixon, 2004) with a TVI of 100% validated by the expert panel. 
 
Caregiver and patient socio-demographic and clinical data (Appendix 18) 
Socio-demographic characteristics and clinical data of the caregiver and patient were 
collected from family caregivers. Socio-demographic characteristics such as gender, 
age, marital status, race, religion, relationship to the patient, financial status, 
education status, presence of chronic illness, household income per capita, duration of 
caregiving, access to live-in domestic helper, and access to a counsellor were obtained.  
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Socio-demographic characteristics of the person with advanced cancer were obtained. 
Data included age, gender, religion, diagnosis, functional status, inpatient 
hospitalisation in last eight weeks, months since diagnosis, and duration with home 
hospice. Functional status of the person with advanced cancer was measured by the 
ECOG-PSR (Ellison, 1998) method of measuring functional status. The ECOG-PSR 
has been discussed in chapter 3.  
 
Caregiver involvement in caregiving. Caregivers’ involvement was measured by the 
Caregiving Demands Scale (Emanuel, et al., 1999). The reliability and validity of this 
scale has been discussed in chapter 3.  
 
Process evaluation 
A one-to-one in-depth semi-structured interview was used in the process evaluation of 
the CCP. The purpose for the interview was to understand if the CCP had benefitted 
the caregivers, how they felt about the benefits and limitations of the CCP, and how 
they felt the CCP could be improved. An interview guide with open-ended questions 
was developed to guide the discussion. The guide was validated by one palliative 
doctor, one nurse and one professor in nursing. The following was examples of 
questions that guided the interview: 
1. Please tell me your experience with the CCP.  
2. How did feel about the video, care plan, telephone follow-up, and online 
forum? Please tell me as much as you can. 
3. Please tell me which areas of the CCP did you find most helpful/helped? 
4. What areas of the CCP did you find least helpful? 
5. How do you think the CCP could be improved? Do you have any suggestions? 
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From the interviews, the researcher obtained different views and perceptions of the 
CCP. The researcher as the interviewer would bracket all preconceived ideas of the 
CCP and adopted an open attitude to learn the participants’ views and perceptions of 
the CCP. As a result, the researcher gained understanding about the subject of interest 
(Streubert-Speziale & Carpenter, 2003), that is, the benefits and limitations of the 
CCP in the present study.   
 
Effective use of probing questions such as “Could you tell me more…”, “Could you 
explain a bit about…” and “What do you mean by…” were employed to clarify and 
explore the experiences of caregivers (Morse & Field, 1996). The researcher remained 
attentive, maintained eye contact, and provided non-verbal nods to facilitate 
communication. In addition, observation for the informants’ non-verbal cues such as 
facial expression was emphasised throughout the interviews to grasp any non-verbal 
information, and notes were taken for these data (Morse & Field, 1996; Patton, 1990). 
 
Ethical considerations 
Ethics approval to conduct this study was obtained from the National University of 
Singapore Institutional Review Board (NUSIRB) (Approval number: NUS 1442) 
(Appendix 19) for the home hospice organisations (HCA Hospice Care, Singapore 
Cancer Society, Metta Hospice, and Agape Methodist Hospice), and Singhealth’s 
Centralised Review Institutional Review Board (CIRB) (Approval number: 
2012/495/A) (Appendix 20) for the NCC. The following ethical principles were used 
to guide this study - beneficence, nonmaleficience, respect for human dignity and 
confidentiality. 
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Beneficence and nonmaleficience 
Beneficence referred to the duty of researchers to minimise harm and to maximise 
benefits of the research (Offredy & Vickers, 2013). Potential benefits of the CCP 
included the acquisition of coping skills, communication skills, and knowledge to 
help caregivers better cope with the caregiving. These benefits were explained to 
participants. All participants received the standard hospice care, which ensured that 
the standard care group was not being disadvantaged.  
 
The principle of nonmaleficience expounded that it was researchers’ duty to avoid, 
prevent, or minimise any harm to participants (Offredy & Vickers, 2013). In this 
study, participants in the intervention group received the CCP. The CCP was not 
expected to result in any harm as it only involved previewing a video, a face-to-face 
discussion session, telephone follow-up, and an online forum. Further, participants in 
the intervention group were assured that they could refuse any part of the CCP if they 
did not feel comfortable doing so. No participant reported discomfort from the CCP. 
The standard care group received standard care thus they were not deprived of any 
service. 
 
No harm was expected from the the outcome evaluation. The questionnaires would 
not cause any psychological harm to the participants. The participants could refuse to 
answer any question if they did not want to. For the qualitative process evaluation, no 
harm was also expected as caregivers were not asked any sensitive information, and 
the interviews focused on how they felt about the CCP. Permission to audio record the 
interview was sought, and participants who did not agree to be audio-recorded were 
excluded from the interview. 
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Respect for human dignity 
The principle of respect for human dignity involved the right for self-determination 
and voluntary participation in the study (Offredy & Vickers, 2013). Patients who met 
the inclusion criteria were informed about the overall aims of the study and their 
involvement in data collection. A participant information sheet written in both 
English and Chinese that summarised the essential components of the research was 
provided to each participant prior to obtaining consent for the NUSIRB (Appendix 21) 
and CRIB (Appendix 22).  
 
Potential participants were informed that the study was voluntary. The participants 
were informed that refusal of participation in the study would not place them or the 
person they were caring for at a disadvantaged position. They would still receive the 
same standard care from the home hospice organisation. Participants were informed 
that the researcher was a graduate student in the Alice Lee Centre of Nursing Studies 
from the National University of Singapore, and that the study was in collaboration 
with the home hospice organisations and the National Cancer Centre. 
 
All caregivers were given at least one day for consideration to participate in the study. 
Written consent was obtained from the participant if they were willing to participate 
in the study, and a copy of the participant information sheet and consent form was 
given to the participant.   
 
The participants were informed that they could withdraw from the study at any point 
of time without consequences. For the quantitative outcome measures, permission 
was sought to retain the data from the previous measures from participants who chose 
	  	   279 
to redraw from the study after completing the initial outcome measures. If participants 
refused to allow the data to be retained, the data was removed from the study.  
 
For the qualitative process evaluation, participants could choose to withdraw their 
data from the study after conducting the interview. However, no participant withdrew 
from both quantitative and qualitative components of the study. 
 
Confidentiality 
All participants were informed that their identity would be kept confidential, the 
questionnaires would be numbered, and that their names would not be written on the 
questionnaires to ensure anonymity. The participants’ identifiable information such as 
their name and contact number were obtained and kept by the researcher so that they 
could be contacted for the follow-up questionnaires and interviews. For the qualitative 
interviews, the participants were reassured that their names and identity would not be 
revealed during the transcription and report of the data, and that a pseudonym was 
used instead. 
 
Only the researchers involved in the study would have access to the data collected, 
and the data was used for research purposes only. The participants were told that all 
research data would be kept for 10 years after the production of the thesis, and would 
be kept in a locked file cabinet in the National University of Singapore (NUS) Alice 
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Data collection 
The phase 2 study was conducted from September 2012 to June 2013. Prior to the 
study, permission to conduct the study in the healthcare organisations was sought 
from the relevant people-in-charge, and ethical approval was obtained. The staff 
members in the healthcare organisations were briefed on the aims and objectives of 
the study, the participant inclusion and exclusion criteria, and the participant 
recruitment procedure, to enable them to understand their role in the recruitment of 
participants. The briefing took place in the form of a PowerPoint presentation, and the 
staff members were able to clarify any doubts they might have. The staff members 
were also given an information sheet, which contained the primary investigator’s 
contacts, participant inclusion/exclusion criteria, and the participant recruitment 
procedure.  
 
The staff members in the study venue helped identifying the potential participants, 
gave brief verbal information and a letter of invitation to them, and asked if they were 
willing to participate in the study (Appendix 23). The staff member informed the 
researcher if a caregiver was willing to participate in the study, and gave the potential 
participant’s contact to the researcher.  
 
Caregivers were also recruited at caregiver training classes conducted by the home 
care organisations. The training class was a five-hour session conducted by the home 
hospice nurses for caregivers to learn physical skills of caregiving. The researcher 
explained the study to the caregivers who attended the classes, and caregivers who 
were interested to participate gave their name and contact number to the researcher. 
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The researcher checked with the nurse in-charge if the caregiver met the inclusion 
criteria, before contacting the caregiver to participate in the study. 
 
After the caregiver had verbally agreed to participate in the research, the researcher 
arranged a time to meet with the caregiver, gave further details on the study, answered 
any question the caregiver might have, and obtained informed written consent from 
the caregiver. The researcher met up with the caregivers in their homes if the 
caregivers were agreeable. Otherwise, it might take place at any area of the 
participants’ choice. This was done to ensure the convenience of the family caregivers 
participating in the study. As caregiving might be a burden to the family caregiver, it 
was essential to ensure that the participation in this study did not result in addition 
burden to the participants. Participants were informed that the study consisted of two 
parts – three questionnaire surveys at baseline, 4th week, and 8th week, and a face-to-
face interview.  
 
For the interviews, only participants in the intervention group were invited. They 
were informed that interviews would be tape recorded and transcribed. Participants 
were asked if they would like to participate in the interview at 8th week if they were 
allocated to the intervention group, and their response was documented in the consent 
form.  
 
After obtaining the consent, baseline data were obtained from the participants. The 
questionnaires were self-completed, but the researcher was available to answer any 
query. The posttests were conducted at 4th week and 8th week after the baseline 
measure via telephone call by a research assistant who was not part or the study team. 
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The research assistant was trained by the researcher prior to the start of the project, 
and was blinded to the group in which the participants were allocated to. The research 
assistant read the questions through the phone and the participants answered the 
questions. Telephone interview was used instead of face-to-face because the majority 
of caregivers were unable to meet up for the posttests. This would help to reduce 
dropout rate.  
 
Qualitative interviews with selected participants in the intervention group were 
conducted at 8th week. The researcher arranged to meet up with the participants to 
conduct the interview. The interviews lasted about 45 minutes to 60 minutes. All 
interviews were conducted in English and audio-recorded.  
 
Although having another researcher who was not involved in the study to conduct the 
interview could minimise potential desirable responses and subjective bias, the 
participants preferred to be interviewed by the researcher whom they were familiar 
with. Further, the participants have already had multiple interactions with various 
healthcare workers during the course of the patients’ illness, they did not want more 
interactions with unfamiliar persons.  
 
Previous studies have also found that building rapport prior to an interview was 
important for participants to disclose their feelings (Bowker, 2010; Chen & Rankin, 
2002). Chen and Rankin (2002) suggested that Chinese seldom disclose their feelings 
to healthcare workers unless a good rapport has been developed. To prevent biases, 
the researcher encouraged the interviewees to voice their true feelings and provide 
honest suggestions about the CCP to improve the intervention. The researcher also 
	  	   283 
taken steps ensure trustworthiness such as audio-recording of the interviews, taking 
field notes, and using critical self-reflection on biases and preconceptions during date 
collection and analysis. Figure 6.1 presents the CONSORT diagram of the study. 
 
Data analysis 
Quantitative data analysis 
For the quantitative survey data, the International Business Machines Corporation 
Statistical Package for the Social Sciences Statistics (IBM SPSS Statistics) for 
Windows version 21 (SPSS Inc., Chicago, IL, USA) was used. Descriptive statistics 
were used to describe the participants’ socio-demographic characteristics, and study 
measures. For continuous data, mean, standard deviation, and range of scores were 
calculated. For nominal and ordinal data, frequency count and percentages were used. 
Screening and cleaning of data and level of significance have been described in 
chapter 3. The MedCalc version 12.7 (MedCalc 2014) was used to analyse normality 
of outcome measures. 
 
Analyses of both intention-to-treat (ITT) and per-protocol analysis (PPA) were 
conducted. The ITT would be further described in the section on ‘management of 
missing data’. In the PPA, only data from caregivers who participated in the 8th week 





















Assess for eligibility (n=86) 
	  
Obtain caregiver and patient socio-demographic characteristics, and caregiver involvement. 
Baseline measures for CQOLC, SS, SESCS, stress and depression, RC, GCS, and Knowledge. 
Randomised to intervention and standard care group (n=80). 
	  
Allocated to intervention group. Receive 
routine care + psychoeducation 
intervention: 1 hour face-to face session, a 
VCD, two phone follow-ups, and online 
social support group (n=38). 
	  
Allocated to standard care. Receive routine 
care only (n=42). 
	  
Week 0-1: Face to face meeting. Preview 
VCD and care plan (1h) (n=38). 
	  
Week 3: First telephone follow-up. (15-
30min) (n=38). 
	  
Week 4: Post-test 1 survey on CQOLC, SS, SESCS, stress and depression, RC, GCS, and 
Knowledge. 
Other data: Caregiver involvement, access to counsellor, access to live-in maid, patient ECOG-
PSR, and inpatient hospitalisation. Intervention group: Completed (n=30), Lost to follow-up (n=8). 
Standard care group: Completed (n=26), Loss to follow up (n=16). 
 
	  
Week 6: Second telephone follow-up. (15-
30min) (n=32) 
Discontinued follow-up due to patient pass 
away (n=6) 
	  
Week 8: Post-test 2 survey on CQOLC, SS, SESCS, stress and depression, RC, GCS, and 
Knowledge 
Other data: Caregiver involvement, access to counsellor, access to live-in maid, patient ECOG-
PSR, and inpatient hospitalisation. Intervention group: Completed (n=28), Lost to follow-up 
(n=10). Standard care group: Completed (n=19), Loss to follow up (n=23). 
	  
Week 8: Face-to-face interview (n=12). 
	  
Not recruited: n=6. Busy (n=2), Refuse 
consent (n=1) Patient deteriorated (n=3). 
	  
Figure 6.1 CONSORT diagram. CQOLC = Caregiver Quality Of Life Index - Cancer; SSS = Social 
Support Satisfaction; SSN = Social Support Number; GCS = General Closeness Scale; SESCS = Self-
Efficacy in Self-Care Scale; RC = Rewards of Caregiving; ECOG-PSR = Eastern Cooperative 
Oncology Group Physical Status Rating. Measures patient’s physical functional status 
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Normality tests. The D’Agnostino-Pearson, skewness, and kurtosis tests were used to 
test for normality of CQOLC, SSQ, stress and depression scores, GCS, SESCS, RC, 
and knowledge scores, at baseline, posttest 1, and posttest 2. The D’Agnostino-
Pearson normality test was used as this test was found to be more powerful for 
distributions which has slight to moderate higher kurtosis (higher than 3) (Seier, 
2002), which was observed in the outcomes of this study. Table 6.9 and table 6.10 
presents the normality tests by groups at different time points based on both ITT and 
PPA respectively. 
 
For D’Agnostino-Pearson test, non-significant results suggested that the data was 
normal (Sheskin 2011). For skewness, the expected skewness coefficient would be 
zero, and values that fell within ±1 SD units indicated a normal distribution. For 
kurtosis, a curve with the standard bell shape would result in a value of zero, and 
coefficients within ±1.96 SD units indicated a normal distribution (Plichta & Kelvin, 
2013). Results from the normality analyses shows that the majority of the outcomes 
by groups at each time points were not normally distributed. However, ANOVA tests 
has been proven to be fairly robust. Hence, even if outcomes did not rigidly adhere to 
the normality assumptions required for the test, the results might still be close to the 
truth (Fagerland, 2012; Plichta & Kelvin, 2013). Therefore, parametric tests were 
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Table 6.9. Tests for normality of outcomes by groups at different time points in ITT 













Standard care (n=42) 
CQOLC 0.42 -0.01 -0.75 0.97 0.08 -0.09 0.61 -0.31 0.16 
SSS 0.01 -1.05** 0.89 0.38 -0.47 0.13 0.00 -1.41** 3.33** 
SSN 0.17 0.46 -0.77 0.07 0.86* 0.22 0.13 0.75* -0.04 
SND 0.00 1.57** 2.73* 0.01 1.45** 1.74 0.00 1.74** 2.84* 
GCS 0.05 -0.49 -0.97* 0.02 -0.32 -1.14** 0.02 -1.02** -0.54 
SESCS 0.00 -1.30** 3.03** 0.02 -0.98* 0.79 0.02 -1.02** 0.54 
RC 0.03 -0.48 -1.04* 0.03 -0.61 -1.00* 0.01 -0.54 -1.09* 
Knowledge 0.01 1.05** 0.92 0.02 1.01** 0.65 0.07 0.87* 0.05 
Intervention (n=38) 
CQOLC 0.02 -0.84* 1.55 0.19 -0.68 0.10 0.39 -0.49 -0.36 
SSS 0.00 -1.83** 6.72** 0.00 -2.34** 10.09*
* 
0.01 0.07 -1.23** 
SSN 0.19 0.70 -0.21 0.34 0.47 -0.56 0.32 0.52 -0.49 
SND 0.00 1.86** 3.31** 0.00 2.19** 5.52** 0.00 2.40** 8.07** 
GCS 0.20 -0.67 -0.36 0.09 -0.86* -0.09 0.06 -0.95* 0.02 
SESCS 0.00 -1.23** 2.08* 0.02 -1.08** 0.64 0.20 -0.58 -0.63 
RC 0.00 -1.26** 0.89 0.00 -2.01** 4.92** 0.00 -2.69** 9.07** 
Knowledge 0.00 2.78** 9.85** 0.20 -0.43 -0.80 0.14 -0.74 -0.47 
Note. CQOLC = Caregiver Quality Of Life Index - Cancer; SSS = Social Support Satisfaction; 
SSN = Social Support Number; SND = Stress aNd Depression; GCS = General Closeness Scale; 
SESCS = Self-Efficacy in Self-Care Scale; RC = Rewards of Caregiving. aD’Agostino-Pearson 
test. **p<0.01, *p<0.05. 
 
Analysis of baseline data. Baseline information were compared between 
participants’ demographic characteristics and the outcome measures in the standard 
care and intervention groups to ensure homogeneity using T-test and chi-squared test. 
T-test and chi-square tests were also used to test if there was any difference in 
demographic characteristics of participants who completed and dropout from the 
study at posttest 1 and posttest 2. ANOVA was conducted to test for differences in 
drop-out among hospices. 
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Table 6.10. Tests for normality of outcomes by groups at different time points in PPA 













Standard care (n=42) 
QoL 0.42 -0.01 -0.75 0.93 0.13 -0.33 0.42 -0.67 -0.20 
SSS 0.01 -1.05** 0.89 0.70 -0.35 -0.03 0.00 -1.71** 4.15** 
SSN 0.17 0.46 -0.77 0.00 1.57** 3.53* 0.15 0.83 1.05 
SND 0.00 1.57** 2.73* 0.00 1.37** 1.51 0.01 1.44* 1.50 
GCS 0.05 -0.49 -0.97* 0.04 -0.04 -1.34* 0.31 -0.31 -1.09 
SESCS 0.00 -1.30** 3.03** 0.26 -0.74 -0.10 0.29 -0.76 -0.63 
RC 0.03 -0.48 -1.04* 0.14 -0.60 -0.97 0.00 0.05 -1.70** 
Knowledge 0.01 1.05** 0.92 0.22 0.79 -0.26 0.64 0.48 -0.17 
Intervention (n=38) 
CQOLC 0.02 -0.84* 1.55 0.03 -0.96* 1.30 0.43 -0.49 0.33 
SSS 0.00 -1.83** 6.72** 0.00 -2.37** 9.16** 0.42 -0.21 -0.85 
SSN 0.19 0.70 -0.21 0.54 0.43 -0.40 0.27 0.71 -0.14 
SND 0.00 1.86** 3.31** 0.00 2.33** 7.28** 0.18 0.83 -0.15 
GCS 0.20 -0.67 -0.36 0.02 -1.18** 1.04 0.00 -1.41** 1.54 
SESCS 0.00 -1.23** 2.08* 0.03 -1.15* 0.63 0.10 -0.95* 0.08 
RC 0.00 -1.26** 0.89 0.07 -1.04* -0.14 0.00 -2.06** 4.26** 
Knowledge 0.00 2.78** 9.85** 0.96 0.05 -0.34 0.92 -0.15 -0.31 
Note. CQOLC = Caregiver Quality Of Life Index - Cancer; SSS = Social Support Satisfaction; 
SSN = Social Support Number; SND = Stress aNd Depression; GCS = General Closeness Scale; 
SESCS = Self-Efficacy in Self-Care Scale; RC = Rewards of Caregiving. aD’Agostino-Pearson 
test. **p<0.01, *p<0.05. 
 
Analysis of outcomes. Independent t-test was used to examine significant differences 
between groups for all outcomes at every time point. This was to understand if 
baseline data was similar between both groups, and at the various time points. 
 
Two-way (ANOVA) repeated measures was used to examine significant differences 
in outcomes between groups across all three time points (baseline, posttest 1 and 
posttest 2), between baseline and posttest 1, between baseline and posttest 2, and 
between posttest 1 and posttest 2. Two-way ANOVA repeated measures was 
conducted as it enabled the determination of the interaction effects of two or more 
independent variable on a dependent variable (Shin, 2009). It also allowed the 
	  	   288 
analyses of combined differences between group and time points, and has more 
statistical power compared with a univariate ANOVA or paired t-test (Hair, Anderson, 
Tatham, & Black, 2006).  
 
Mauchly’s test of sphericity was conducted. In the event whereby Mauchly’s test of 
sphericity was found to be not significant, Wilk’s lambda was used for significance 
testing (Hair, et al., 2006). If Mauchly’s test of sphericity was significant, 
Greenhouse-Geisser correction method was used. 
 
When interpreting the results of two-way ANOVA repeated measures, the effect 
between group and time was first examined. A significant result showed that there 
was significant differences between both groups on the outcome measured. However, 
the results could not tell which group had a greater change. Hence, graphical plots 
were also use to observe the changes in scores between both groups. Time effect was 
also examined to understand if there were changes in the outcomes over time 
irrespective of group. Group effect was examined if there were differences between 
both groups. 
 
ANOVA repeated measures were used to analyse changes in outcomes over the three 
time points within groups (standard care and intervention). Univariate ANOVA and 
paired t-test analyses were conducted to further uncover any changes in outcomes 
within groups. Pair t-test was used to analyse for any significant differences within 
groups between 2 time points (baseline and posttest 1, baseline and posttest 2, posttest 
1 and posttest 2). ANOVA repeated measures and paired t-test were used as they took 
into considerations correlations arising from the repeated measures.  
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Correlations between outcomes. Pearson’s correlations was used to understand the 
relationship between the outcomes: CQOLC, SSQ, stress and depression, GCS, 
SESCS, RC, and knowledge. The correlation coefficient ranged from -1 to 1, and the 
an higher absolute value represented higher correlations (Polit & Beck, 2013). A 0 
value represented that there was no correlation. Correlations could be weak to strong, 
depending on the coefficient values - 0.2 to 0.4 represented a weak correlation, 0.4 to 
0.6 represented a moderate coefficient, 0.6 to 0.8 represented a moderately strong 
correlation, and 0.8 to 1.0 represented a strong correlation (Houser, 2012). 
 
Management of missing data. Missing data was managed using ITT, and a carry-
forward method was used where previous scores were carried forward. For carry-
forward method, if a participant completed baseline only, the baseline scores would 
be carried forward to posttest 1 and 2. If a participant completed baseline and posttest 
1, posttest 1 scores would be carried forward to posttest 2. All participants were 
included in the ITT analysis. This method was used as it was found to result in least 
bias estimates as participants’ performance were assumed to maintain constant 
(Engels & Diehr, 2003). Other methods such as column mean, column medians, class 
mean, and median means, assumed participants to have better or worse performance 
over time (Engels & Diehr, 2003).  
 
ITT has been commonly used to manage missing data in RCTs (Kruse et al., 2002; 
Whittaker, Sutton, & Burton, 2006). All participants were included in the analysis. 
The inclusion of all randomised participants regardless of treatment received, 
subsequent withdrawal, or deviation from protocol, was the hallmark of ITT principle 
(Kruse, et al., 2002). ITT analysis was used to overcome problems which arose by 
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excluding participants who dropout or did not comply with study protocol which 
could lead to the overestimation of intervention effectiveness, and reduce power to 
detect significance in intervention effect (Hollis & Campbell, 1999; Montori & 
Guyatt, 2001). 
 
Despite the strengths of ITT, factors such as possible study protocol violations and 
poorly conducted studies could affect the validity of results from ITT (Dasgupta, 
Lawson, & Wilson, 2010). Hence, the comparison of results from both ITT and PPA 




Qualitative interviews were all conducted in English and transcribed verbatim.  
Transcripts were coded and analysed using content analysis (Waltz, et al., 2005). The 
data analysis process and strategies to maintain trustworthiness and credibility of data 
was similar to phase 1 and has been described in chapter 3. An example of the data 
analysis process is presented in table 6.10. The methodological documentation is 
presented in Appendix 24. Field notes are presented in Appendix 25.  The coding, 
subthemes, and themes from data analysis are presented in Appendix 26. 
 
Summary 
This chapter discussed the design and methods of the phase 2 study. The aims, 
development process, theory, and components of the CCP were explained. The phase 
2 study involved both outcome and process evaulation which contained quantitative 
and qualitative components. Ethical considerations that based on the principles of 
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beneficence, respect for human dignity and confidentiality were explained. The 
following chapter reports the results of phase 2 study. 
 
Table 6.10 Example of coding and thematisation process 
CG Code Categories Theme 
CG1 I think this part [communication] is more helpful. I 
try to communicate more with my mum but she 
can’t really talk. Nowadays, like in this past few 







CG7 Now I understand that this is part of the symptoms 
of cancer advancement, and so we will learn to 
cope with it. With this knowledge in mind, not 
treating her like she’s getting very petty and 
requiring a lot of our attention. So this part is very 
important, if I have not seen the video, I may not 
fully comprehend and understand what sort of pain 
the cancer patients are going through. 
Understand and 
patient and show 
more patience to 
the patient 
 
CG12 I decided to share my emotion with him that I’m 
glad you are living… He listen “Oh ok.” I mean to 
elderly usually they won’t like to hear that. But I 
realised now he’s not so superstitious. I can share 
with him and say “Do you know that when I go for 
this funeral, I’m so thankful you are still here and 
see you around”… As usual Asian people don’t 
quite express, but at least he listened quietly, he 
didn’t rebuke me or get upset that I share such 
information with him… So I believed it registered 







CG12 The second part is the misunderstanding among 
family members. I thought like I was being 
misunderstood and why so much 
misunderstanding, miscommunication… They 
misunderstood me and I felt hurt and I feel 
painful… So when I watch that, that part, I thought 
about the message in the video… So in that sense 
also helped me to like move on, not to harp on like, 
why did you raise your voice, or why did you get 





Note. CG = Caregiver. 
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Chapter 7 Phase 2 results 
 
Introduction 
This chapter presents the results from phase 2 study. The phase 2 study aims to develop 
and evaluate the effectiveness of a psychoeducation intervention, entitled ‘Caring for the 
Caregiver Programme (CCP)’, for family caregivers providing care for an adult with 
advanced cancer at home with a prognosis of 3-12 months. 
 
The chapter starts with the quantitative results, which includes the caregiver and patient 
socio-demographic characteristics and clinical data, followed by the recruitment and 
retention in the study. The data analysis of the outcomes using intention-to-treat (ITT) 
method will be presented, followed by the comparison of results using the per-protocol 
analysis (PPA) method. 
 
Finally, the results from the qualitative interviews will be presented. The socio-
demographic data of the interviewees will firstly be presented. The five themes generated 
from the data will be described: 1) Increase knowledge in caregiving; 2) Reduce stress 
and negative emotions; 3) Increase social support; 4) Improve relationships; and 5) 
Improvement for future caregiver interventions. 
 
Caregivers’ socio-demographic characteristics 
Eighty participants were recruited and completed the baseline measures. There were 38 
participants in the intervention group, and 42 participants in the standard care group. 
Table 7.1 summarises the caregivers’ socio-demographic characteristics. The majority of 
the caregivers were females (67.50%, n=54) and married (61.25%, n=49). Their age 
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ranged from 22 to 72, and the mean was 47.16 (SD=11.76). Sixty-eight of them were 
Chinese (85.00%). There were 12 non-Chinese caregivers, of which eight (10.00%) were 
Malays, three (3.75%) were Indians, and one was a Caucasian (1.25%). Sixty-four 
(80.00%) caregivers had a religion. More than half (53.75%, n=43) of the caregivers had 
attained a tertiary education. More than half the caregivers were employed (61.25%, 
n=49). Most of the caregivers were children (57.50%, n=46) or spouse (25.00%, n=20) of 
the patient. The caregivers had been providing care for an average of 9.52 (SD=19.27) 
months. About half the caregivers (52.50%) had a foreign live-in domestic helper who 
was employed from Indonesia, Myanmar, or the Philippines to help caring for the patient. 
There were no statistically significant difference between both intervention and standard 
care groups in all the caregiver socio-demographic characteristics. All participants 
reported that they did not receive any counselling from the medical social worker or 
counsellor. 
 
Patients’ socio-demographic characteristics and clinical data 
Table 7.2 summarises the patients’ socio-demographic characteristics and clinical data. 
More than half the patients (60.00%, n=48) were females, aged 21 to 102 (mean=69.03, 
SD=15.16). Seventy-three (91.25%) of the patients had a religion. The majority of 
patients had a diagnosis of lung cancer (n=25, 31.25%). They had been diagnosed for an 
average of 19.74 (SD=25.15) months, and had been with the home hospice for an average 
of 3.31 (SD=6.26) months. Majority of the patients had been hospitalised within the last 
eight weeks (61.25%, n=49). At baseline, the majority of the patients (n=34, 42.5%) 
scored 2 in the ECOG-PSR, which meant that they were ambulatory but not able to carry 
out any work activities such as light housework. There was no statistically significant 
difference between both intervention and standard care groups in all the patients’ socio-
demographic characteristics and clinical data.
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Table 7.1 Socio-demographics of caregivers (N=80) of the standard care and intervention group 








   Male 














   Mean (SD) 
   [Range] 
 
47.31 (11.94) 
[22.00 - 72.00] 
 
47.00 (11.73) 
[22.00 - 68.00] 
 
47.16 (11.76) 





















  Malay 
  Indian 




















     None 
     Buddhist 
     Christian 
     Islam 
     Taoist 
     Catholic 




























Have religion  
    No 














   Primary school (PSLE) and below 
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   Tertiary education 20 (25.00) 23 (28.75) 43 (53.75) p=0.49 
Employment status 
   Not employed 













Presence of chronic illness 
   No 
















































Live in domestic helper (baseline) 
   No 













Income per capital (SGD/USD) 
   Mean (SD) 
 
    





[0.00 - 4,000.00/ 





[0.00 - 10,000.00/ 





[0.00 - 10,000.00/ 




Duration of caregiving provided 
(months) 
   Mean(SD) 






[0.00 - 78.00] 
 
9.52 (19.27) 




Note. SGD = Singapore Dollar; USD = United States Dollar. Conversion of Singapore dollar to USD is $1.00 to 
$1.30. 
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Table 7.2 Socio-demographics and clinical data of patients (N=80) of the standard care and intervention group 








   Male 














   Mean (SD) 
   [Range] 
 
68.33 (15.59) 
[21.00 - 93.00]  
 
69.79 (14.85) 
[38.00 - 102.00] 
 
69.03 (15.16) 





   None 
   Buddhist 
   Christian 
   Islam 
   Taoist 
   Catholic 




























Have religion  
    No 














   0  
   1  
   2  
   3  






















Inpatient hospitalisation last 8 
weeks (baseline) 
   No 
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Diagnosis 
   Lung 
   Colorectal 
   Ear, nose, throat (ENT) 
   Female reproductive  
   Liver 
   Breast 
   Stomach 
   Brain 


































Months since diagnosis 
   Mean(SD) 
   [Range] 
 
23.31 (27.25) 
 [1.00 - 118.00] 
  
15.80 (22.30) 
[0.75 - 97.00] 
 
19.74 (25.15) 




Duration with home hospice 
(months) 
   Mean(SD) 
   [Range] 
 
3.64 (6.56) 
[0.00 - 28.00] 
 
2.94 (5.97) 
[0.10 - 34.00] 
 
3.31 (6.26) 




Note. ECOG-PSR = Eastern Cooperative Oncology Group Physical Status Rating. Measures patient’s physical 
functional status. aFisher’s Exact test. 
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Recruitment and retention 
Eighty-six participants were accessed for eligibility, and 80 participants (93.02%) were 
recruited into the study. Sixteen participants (18.60%) were referred by the doctors from 
National Cancer Centre (NCC), 12 (13.95%) were referred by nurses in the home hospice 
care, and 58 (67.44%) were from the caregiver training classes. Two participants (2.33%) 
from NCC refused to participate as one was busy, and the other did not feel comfortable 
signing the consent form. Two participants (2.33%) who were referred by nurses did not 
participate as one was busy and the other could not participate as the patient suddenly 
deteriorated. Two participants (2.33%) from the caregiver training classes could not 
participate as the patient suddenly deteriorated. Of the 80 participants participated in the 
study, 14 participants (17.50%) were referred by the doctors from NCC, 10 (12.50%) 
were referred by nurses from the home hospice care, and 56 (70.00%) were from the 
caregiver training classes. 
  
All participants in both intervention group (n=38) and standard care (n=42) completed 
baseline measures. Fifty-six participants completed posttest 1 (70.00%), of which 30 
(37.50%) were from the intervention group, and 26 from the standard care group 
(32.50%). Eight out of 38 participants (21.05%) participants from the intervention group 
and 16 out of 42 participants (38.10%) from the standard care group did not complete 
posttest 1. 
 
Forty-seven (58.75%) participants completed posttest 2, of which 28 (35.00%) were from 
the intervention group, and 19 (23.75%) from the standard care group. Ten out of 38 
participants (26.32%) from the intervention group and 23 out of 42 participants (54.76%) 
from the standard care group did not complete posttest 2. 
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Forty-three (53.75%) participants completed both posttest 1 and posttest 2, of which 27 
(33.75%) were from the intervention group and 16 (20.00%) from the standard care group. 
Eleven out of 38 participants (28.95%) participants from the intervention group and 26 
out of 42 participants (61.90%) from the standard care group did not complete both 
posttests. 
 
Chi-square tests showed that more participants in the intervention group completed 
posttest 2 (χ2=8.72, p<0.01) and both posttests (χ2=6.66, p=0.01) when compared to the 
standard care group. There was no difference in retention rate at posttest 1 (χ2=2.76, 
p=0.10).	  Table 7.3 describes the data completion of the two groups at baseline and 
posttests.	  	  
Table 7.3 Recruited participants and data completion 






χ2 	   p 
Baseline 42 38 80   
Baseline and posttest 1 26 30 56 2.76 0.10 
Baseline, posttest 1, and 
posttest 2 
16 27 43 6.66 0.01 
Baseline and posttest 2 19 28 47 8.72 <0.01 
 
Lost to follow-up in the intervention group at posttest 1 was largely attributed to patient 
pass away (n=5), followed by caregiver being busy (n=2), and caregiver was un-
contactable (n=1). At posttest 2, lost to follow-up to also largely attributed to patient pass 
away (n=8), followed by caregiver being busy (n=2). For standard care group, lost to 
posttest 1 was equally attributed to patient pass away (n=6) and caregiver being busy 
(n=4). Other reasons included patient no longer receiving home hospice (n=1), caregiver 
found question intrusive (n=1), and caregiver was un-contactable (n=2). At posttest 2, lost 
to follow-up was largely attributed to patient pass away (n=15), caregiver being busy 
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(n=2), and other reasons such as patient no longer receiving home hospice (n=1), 
caregiver found question intrusive (n=1) and caregiver was un-contactable (n=2). At 
posttest 2, between groups, there was no statistical difference in attrition due to death of 
patient (χ2=2..09, p=0.15) and other non-death reasons (χ2=3.47, p=0.09). 
 
All 38 participants in the intervention group watched the video, completed the face-to-
face meeting, and the first telephone follow-up. Thirty-two participants received the 
second telephone follow-up. Only six who cared for a patient who had passed away did 
not receive the telephone follow-up. For the caregiver forum, two caregivers joined the 
forum, but none of the caregivers posted in the forum. In addition, 10 caregivers visited 
the forum, but did not register themselves in the forum. Figure 7.1 presents the study 
recruitment flow. 
 
When compared the demographic characteristics of the completed and dropout group 
(Table 7.4), younger caregivers (t=-2.53, p=0.01), female caregivers (χ2=3.92, p=0.05), 
and patients who were with the home hospice for a shorter duration (t=-2.43, p=0.02), 
were found to be more likely to dropout at posttest 1. Caregivers with higher self-efficacy 
for obtaining respite at baseline (t=2.85, p=0.01), younger caregivers (t=-2.74, p=0.01), 
and caregivers who had been with the hospice for a shorter duration (t=-2.57, p=0.01), 
were more likely to dropout at posttest 2. Caregivers with higher self-efficacy for 
obtaining respite at baseline (t=2.40, p=0.02), younger caregivers (t=-2.85, p=0.01) and 
caregivers who had been with the hospice for a shorter duration (t=-2.58, p=0.01) were 
more likely not completing both posttests.  
 
 
	   	   	  













 Figure 7.1 Flow diagram of the recruitment 
Allocated to intervention group. 
Received routine care + 
psychoeducation intervention. 
(n=38). 	  	  
Allocated to standard care. 
Received routine care only 
(n=42). 	  
Week 0-1:Face to face meeting. 
(n=38). Did not complete (n=0) 
Week 3: First telephone follow-
up. (15-30min) (n=38). Did not 
complete (n=0). 
Week 6: Second telephone 
follow-up. (15-30min) (n=32) 
Did not complete (n-6). Reasons:  
Patient pass away (n=6) 	  
Assess for eligibility (n=86) 	  




Lost to follow-up (n=8) 
Reasons: Pass away (n=5), busy 
(n=2), un-contactable (n=1).	  
Completed (n=26) 
Loss to follow up (n=16) 
Reasons: Pass away (n=6), busy 
(n=6), patient not in home 
hospice ( n=1) question intrusive 
(n=1), un-contactable (n=2). 
Completed (n=28) 
Lost to follow-up (n=10) 
Reasons: Pass away (n=8), busy 
(n=2)	  





Not recruited: n=6 
Busy (n=2), Refuse 
consent (n=1) Patient 
deteriorated (n=3). 	  
Allocation 
Completed (n=19) 
Loss to follow up (n=23) 
Reasons: Pass away (n=15), busy 
(n=4), patient not in home hospice 
( n=1) question intrusive (n=1), 
un-contactable (n=2). 
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Table 7.4 Dropout from posttests 
 Posttest 1 Posttest 2 Posttest 1 and 
posttest 2  
Determinants t/χ2 p t/χ2 p t/χ2 p 
CQOLC (baseline) t=-0.55 0.59 t=-0.27 0.79 t=-0.55 0.58 
    Burden (baseline) t=-0.78 0.44 t=-1.32 0.19 t=-1.25 0.22 
    Disruptiveness (baseline) t=-0.44 0.66 t=-0.55 0.59 t=-0.25 0.80 
    Positive adaptation (baseline) t=-0.50 0.62 t=0.44 0.67 t=-0.69 0.49 
    Financial concerns (baseline) t=0.57 0.57 t =0.54 0.59 t=0.56 0.58 
SSS (baseline) t=1.05 0.30 t=0.40 0.69 t=0.81 0.42 
SSN (baseline) t=0.70 0.48 t=0.95 0.34 t=0.93 0.36 
Stress and depression (baseline) t=0.46 0.65 t=0.16 0.88 t=0.43 0.67 
    Stress (baseline) t=0.20 0.84 t=-0.02 0.99 t=0.03 0.98 
    Depression (baseline) t=0.70 0.48 t=0.34 0.74 t=0.85 0.40 
GCS (baseline) t=-0.38 0.71 t=-0.43 0.67 t=-0.36 0.72 
SESCS (baseline)  t=1.24 0.22 t=1.78 0.08 t=1.43 0.16 
    Self efficacy in obtaining respite 
(baseline) 
t=1.35 0.18 t=2.85 0.01 t=2.40a 0.02 
    Self efficacy in controlling thoughts 
(baseline)  
t=0.59 0.56 t=0.12 0.91 t=-0.18 0.85 
RC (baseline) t=-1.12 0.27 t=0.38 0.88 t=-0.64 0.52 
Knowledge (baseline) t=-0.67 0.51 t=-0.81 0.45 t=-0.85 0.40 
Caregiver demographics       
    Age t=-2.53 0.01 t=-2.74 0.01 t=-2.85 0.01 
    Gender χ2=3.92 0.05 χ2=0.70 0.40 χ2=2.10 0.15 
    Marital status χ2=0.23 0.88 χ2=0.32 0.57 χ2=0.02 0.88 
    Race χ2=0.57a 0.90 χ2=3.25a 0.34 χ2=2.34^ 0.51 
    Religion χ2=3.33 0.77 χ2=9.32 0.16 χ2=8.19 0.23 
    Have religion χ2=0.54 0.46 χ2=0.83 0.36 χ2=0.05 0.82 
    Education χ2=1.35 0.51 χ2=0.27 0.87 χ2=0.39 0.82 
    Employment status χ2=1.23 0.54 χ2=0.01 0.92 χ2=0.02 0.88 
    Presence of chronic illness χ2=0.43 0.51 χ2=0.00 0.99 χ2=0.06 0.94 
    Relationship with patient χ2=1.41 0.50 χ2=1.87 0.39 χ2=8.19 0.23 
    Live in domestic helper (baseline) χ2=2.76 0.10 χ2=0.09 0.76 χ2=0.07 0.80 
    Income per capita t=0.15 0.94 t=-0.49 0.62 t=−0.67a 0.83 
    Duration of caregiving t=0.08 0.35 t=0.50 0.96 t=-0.13 0.90 
    Caregiver involvement (baseline) t=0.71 0.48 t=1.05 0.30 t=1.17 0.25 
Patient characteristics       
    Age t=-1.86 0.07 t=-1.32a 0.19 t=-1.94 0.19 
    Gender χ2=0.64 0.43 χ2=0.70 0.40 χ2=1.01 0.40 
    Religion χ2=3.79 0.71 χ2=5.36 0.50 χ2=5.33 0.50 
    Have religion χ2=0.60 0.44 χ2=0.51 0.48 χ2=0.37 0.48 
    Diagnosis χ2=3.73 0.88 χ2=9.02 0.34 χ2=6.44 0.34 
    ECOG-PSR (baseline) χ2=0.79 0.37 χ2=1.87 0.17 χ2=2.21 0.17 
    Inpatient hospitalisation (baseline) χ2=0.42 0.51 χ2=0.14 0.71 χ2=0.38 0.71 
    Months since diagnosis t=-1.83a 0.07 t=-0.50 0.62 t=-0.94 0.62 
    Duration with home hospice t=-2.43a 0.02 t=-2.57a 0.01 t=-2.58a 0.01 
Note. CQOLC = Caregiver Quality of Life Index - Cancer; SSS = Social Support Satisfaction; SSN = 
Social Support Number; GCS = General Closeness Scale; SESCS = Self-Efficacy in Self-Care Scale; 
RC = Rewards of Caregiving; ECOG-PSR = Eastern Cooperative Oncology Group Physical Status 
Rating. Measures patient’s physical functional status. aEqual variances not assumed.  
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Chi square test was conducted to identify if there was any difference in completion rate 
between the hospice organisations. There was no statistically significant difference for 
posttest 1, (χ2=8.08, p=0.15), posttest 2 (χ2=8.32, p=0.14) and both posttests (χ2=8.50, 
p=0.13) among caregivers from different home hospice organisations (Table 7.5). 
 
Compare phase 1 and phase 2 participants 
There was no difference in caregiver and patient socio-demographic characteristics and 
some baseline data between participants in phase 1 and phase 2. Table 7.6 summarises the 
comparison of socio-demographics and some baseline data between phases 1 and 2 
participants. 
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Table 7.5 Recruitment and retention of participants based on hospice organisations 











































32 (50.79) 63 
Assisi 4 4 3 3 4 4 4 4 8 
(100.00) 
7 (87.50) 7 (87.50) 8 
Metta 2 1 1 2 0 0 0 0 1 (50.00) 1 (50.00) 2(100.00) 2 
SCS 3 3 2 2 1 1 1 1 4 
(100.00) 
3 (75.00) 3 (75.00) 4 




2 (100.00) 2 




1 (100.00) 1 
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Table 7.6 Comparison of caregiver and patient demographics between phases 1 and 
2 
Caregiver demographic t/χ2 p 
     Gender χ2=0.24 0.62 
     Age t=0.97 0.34 
     Marital status χ2=0.08 0.78 
     Race χ2=0.52 0.91 
     Religion χ2=9.20 0.16 
     Have religion χ2=1.12 0.29 
     Education χ2=1.78 0.41 
     Employment status χ2=2.00 0.16 
     Presence of chronic illness χ2=1.37 0.24 
     Relationship with patient χ2=2.98 0.81 
     Live-in domestic helper χ2=0.03 0.87 
     Income per capita t=-0.73 0.47 
     Duration of caregiving t=0.95 0.34 
Patient demographic   
     Gender χ2=0.03 0.86 
     Age t=1.28 0.20 
     Religion χ2=10.13 0.12 
     Have religion χ2=0.76 0.38 
     ECOG-PSR (baseline) χ2=8.80 0.06 
     Inpatient hospitalisation χ2=1.28 0.26 
     Months since diagnosis t=-1.11 0.27 
     Duration with home hospice t=1.27 0.21 
     Cancer type χ2=8.97 0.35 
Measures   
    Caregiver involvement (baseline) t=1.73 0.09 
    CQOLC t=-1.40 0.16 
    SSS t=-0.32 0.75 
    SSN t=1.72 0.09 
Note. CQOLC = Caregiver Quality of Life Index - Cancer; SSS = Social Support 
Satisfaction; SSN = Social Support Number; ECOG-PSR = Eastern Cooperative 
Oncology Group Physical Status Rating. Measures patient’s physical functional status. 
 
Data analysis using intention-to-treat data 
Caregivers’ involvement in caregiving and patient clinical data 
At all three time-points, caregivers’ involvement in caregiving was similar for both 
intervention and standard care groups (Table 7.7). Figure 7.2 presents the plots of the 
marginal means against time of the three scores. 
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Two-way analysis of variance (ANOVA) repeated measures showed that caregivers in 
both intervention and standard care groups had similar involvement in all areas of 
caregiving at all three time-points except for item 3 - Caregiving in assistance for 
transportation in the past month. Caregivers in the intervention group provided 
significantly less assistant for transportation in the past month compared to standard care 
group from posttest 1 to posttest 2 (F=4.27, p=0.04) (table 7.8).  
 
Within intervention and standard care groups, participants reported increase in caregiving 
involvement from baseline to posttest 1 (intervention: t=-3.22, p<0.01; standard care: t=-
2.08, p=0.04), baseline to posttest 2 (intervention: t=-3.56, p<0.01; standard care: t=-2.29, 
p=0.03), and across all three time-points (intervention: F=10.23, p<0.01; standard care: 
F=4.61, p=0.03) (table 7.9). 
 
Patient ECOG-PSR was similar between both intervention and standard care groups at 
posttest 1 (χ2=4.47, p=0.22) and posttest 2 (χ2=1.76, p=0.62). However, patients in both 
groups had statistically significant decline in functional status from baseline to posttest 1, 
(χ2=72.90, p<0.01), baseline to posttest 2 (χ2=70.84, p<0.01) and posttest 1 to posttest 2 
(χ2=40.20, p<0.01). Inpatient hospitalisation was similar between both intervention and 
standard care groups at posttest 1 (χ2=0.25, 0.70) and posttest 2 (χ2=0.63, p=0.43). There 
was a decrease in inpatient hospitalisation from baseline to posttest 1 (χ2=12.13, p<0.01), 
but no change from baseline to posttest 2 (χ2=3.05, p=0.08), and posttest 1 to posttest 2 
(χ2=3.14, p=0.08). Table 7.10 presents patient functional status and inpatient 
hospitalisation of the two groups. 
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Figure 7.2 Marginal means against time for caregiver involvement in caregiving 
 
	   	   	   	  









Table 7.8 Caregiver involvement in caregiving – Two-way ANOVA between groups 
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA (Group X time) 































F p F p F p F p 
1. Caregiving in assistance 














0.10 0.76 1.81 0.18 5.44 0.02 1.53a 0.22 
2. Caregiving in assistance 














0.15 0.70 0.06 0.80 0.50 0.48 0.26 0.78 
3. Caregiving in assistance 














2.94 0.09 0.10 0.76 4.27 0.04 1.81a 0.18 
4. Caregiving in assistance 














0.46 0.50 2.08 0.15 2.46 0.12 1.50a 0.23 
5. Time spent in caregiving 













0.19 0.66 0.14 0.72 1.43 0.24 0.39a 0.63 














0.87 0.35 1.52 0.22 0.59 0.45 1.15a 0.30 
Note. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used.  
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Table 7.9 Caregiver involvement in caregiving within group comparison  
 Standard care (n=42) Intervention (n=38) 
 Baseline and 
posttest 1 
Baseline and  
posttest 2 
Posttest 1 








Baseline and  
posttest 2 
Posttest 1 
and  posttest 
2 
Baseline, 
posttest 1, and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. Caregiving in 
assistance for daily 
living in the past 
month 
-2.08 0.04 -2.08  0.04 - - 4.32 0.04 -1.94 0.06 -2.82 0.01 -2.22 0.03 6.08a 0.01 
2. Caregiving in 
assistance for 
housekeeping in the 
past month 
-2.47 0.02 -2.95 0.01 -1.43 0.16 6.95a 0.01 -2.25 0.03 -1.87 0.07 0.26 0.80 2.95 0.07 
3. Caregiving in 
assistance for 
transportation in the 
past month 
0.68 0.50 0.40 0.69 -0.44 0.66 0.29a 0.66 -1.97 0.06 <0.01 1.00 2.23 0.03 3.43 0.04 
4. Caregiving in 
assistance for health 
care in the past month 
-1.55 0.13 -1.29 0.21 0.44 0.66 1.83a 0.18 -2.93 0.01 -3.37 <0.01 -1.67 0.10 8.99a <0.01 
5. Time spent in 
caregiving everyday in 
the past month 
-2.35 0.02 -1.95 0.06 <0.01 1.00 3.81a 0.04 -1.00 0.32 -1.78 0.08 -1.36 0.18 2.14a 0.13 
Total involvement in 
caregiving 
-2.08 0.04 -2.29 0.03 -0.63 0.53 4.61a 0.03 -3.22 <0.01 -3.56 <0.01 -1.10 0.28 10.23
a 
<0.01 
Note. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Table 7.10 Patient functional status and inpatient hospitalisation between the two groups 
 Standard care Intervention Total  
ECOG-PSR (posttest 1) 
   0 
   1 
   2 
   3 
























ECOG-PSR (posttest 2) 
   0 
   1 
   2 
   3 
























Inpatient hospitalisation in 
the last four weeks 
(posttest 1) 
   No 


















Inpatient hospitalisation in 
the last four weeks 
(posttest 2) 
   No 


















Note. ECOG-PSR = Eastern Cooperative Oncology Group Physical Status Rating. 
Measures patient’s physical functional status. 
 
Caregivers’ QoL 
At baseline, there were no significant differences between the intervention and standard 
care groups in their Caregiver Quality of Life Index - Cancer (CQOLC) scores (t=0.32, 
p=0.75), and the burden (t=0.79, p=0.43), disruptiveness (t=1.39, p=0.17), and financial 
concerns (t=1.45, p=0.15) subscales (Table 7.11) which meant that the two groups had 
homogenous baseline measures. However, there were significant differences between the 
two groups in the positive adaptation subscale (t=-2.38, p=0.02). The intervention group 
reported higher positive adaptation at baseline.  
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Using independent t-test between groups at each time-point, significant differences were 
found between intervention and standard care groups for CQOLC scores at posttest 1 (t=-
3.65, p<0.01) and posttest 2 (t=-4.67, p<0.01), burden subscale at posttest 1 (t=-2.89, 
p=0.01) and posttest 2 (t=-3.38, p<0.01), disruptiveness subscale at posttest 2 (t=-3.28, 
p<0.01), and positive adaptation subscale at posttest 1 (t=-4.29, p<0.01) and posttest 2 
(t=-5.30, p<0.01). The intervention group had significant higher QoL and positive 
adaptation, and lower burden and disruptiveness at the posttests when compared with the 
standard care group.  
 
When comparing all three time-points (baseline and the two follow-ups) using two-way 
ANOVA repeated measures, the interaction terms between group and time was significant 
for the CQOLC scores (F=28.24, p<0.01) and the individual subscales (burden: F=19.65, 
p<0.01; disruptiveness: F=17.92, p<0.01; positive adaptation: F=5.96, p=0.01; financial 
concerns: F=4.20, p=0.02) (Table 7.12). A significant time effect was observed for 
CQOLC scores (F=4.83, p=0.01) and the burden subscale (F=6.12, p<0.01). No 
significant time effect was observed for the disruptiveness (F=2.05, p=0.13), positive 
adaptation (F=1.13, p=0.30) and financial concerns (F=2.51, p=0.09) subscales. An 
intervention (group) effect was detected for CQOLC scores (F=8.41, p=0.01), and the 
burden (F=3.88, p=0.05) and positive adaptation subscale (F=18.04, p<0.01). No 
intervention (group) effect was detected for the disruptiveness (F=1.76, p=0.19) and 
financial concerns (F=0.34, p=0.56) subscales. The intervention group had significant 
higher QoL and positive adaptation, and lower burden, disruptiveness, and financial 
concerns over the three time-points when compared with the standard care group. Plots of 
the marginal means against time of the three scores are presented in figure 7.3 to 7.7. 
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Between baseline and posttest 1, the interaction terms between group and time was 
significant for CQOLC scores (F=32.83, p<0.01), and the burden (F=25.72, p<0.01), 
disruptiveness (F=17.39, p<0.01), and financial concerns (F=3.99, p=0.05) subscales, but 
not significant for the positive adaptation subscale (F=2.70, p=0.10). Time effect was 
significant for financial concerns subscale (F=4.85, p=0.03), but not significant for 
CQOLC scores (F=1.89, p=0.17), and the burden (F=2.38, p=0.13), disruptiveness 
(F=0.03, p=0.87), positive adaptation (F=0.86, p=0.35) subscales. An intervention (group) 
effect was significant for the positive adaptation subscale (F=12.49, p<0.01), but not 
significant for CQOLC scores (F=2.92, p=0.09), and the burden (F=1.23, p=0.27), 
disruptiveness (F=0.04, p=0.84), and financial concerns (F=1.08, p=0.30) subscales. The 
intervention group had significant higher QoL, and lower burden, disruptiveness, and 
financial concerns between baseline to posttest 1 when compared with the standard care 
group. 
 
Between baseline and posttest 2, the interaction terms between group and time was 
significant for CQOLC scores (F=38.06, p<0.01), and the burden (F=24.53, p<0.01), 
disruptiveness (F=26.61, p<0.01), positive adaptation (F=0.85, p=0.01) and financial 
concerns (F=8.42, p<0.01) subscales. Time effect was significant for CQOLC scores 
(F=7.01, p=0.01) and the burden subscale (F=9.12, p<0.01), but not significant for the 
disruptiveness (F=2.18, p=0.14), positive adaptation (F=1.49, p=0.23) and financial 
concerns (F=0.90, p=0.35) subscales. An intervention (group) effect was significant for 
CQOLC scores (F=5.68, p=0.02) and the positive adaptation subscale(F=16.40, p<0.01), 
but not significant for the burden (F=1.94, p=0.17), disruptiveness (F=0.92, p=0.34) and 
financial concerns (F=0.37, p=0.55) subscales. The intervention group had significant 
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higher QoL and positive adaptation, and lower burden, disruptiveness, and financial 
concerns between baseline to posttest 2 when compared with the standard care group. 
 
Between posttest 1 and posttest 2, the interaction terms between group and time was 
significant for CQOLC scores (F=4.30, p=0.04), and the disruptiveness (F=3.98, p=0.05), 
and positive adaptation (F=10.69, p<0.01) subscales, but not significant for the burden 
(F=0.63, p=0.43), and financial concerns (F=2.29, p=0.13) subscales. Time effect was 
significant for CQOLC scores (F=4.37, p=0.04), and the burden (F=5.71, p=0.02), 
disruptiveness (F=4.42, p=0.04) subscales, but not significant for the positive adaptation 
(F=0.58, p=0.45), and financial concerns (F=1.12, p=0.29) subscales. An intervention 
(group) effect was significant for CQOLC (F=19.16, p<0.01), and the burden (F=10.27, 
p<0.01), disruptiveness (F=7.30, p=0.01), and positive adaptation (F=23.74, p<0.01) 
subscales, but not significant for the financial concerns (F=0.01, p=0.94) subscale. The 
intervention group had significant higher QoL and positive adaptation, and lower 
disruptiveness between posttest 1 to posttest 2 when compared with the standard care 
group. 
 
ANOVA repeated measures and paired t-test were conducted for multiple comparisons 
within groups (table 7.13). Within intervention group across the three time-points, there 
were significant increase in CQOLC scores (F=27.20, p<0.01), and the burden (F=17.38, 
p<0.01), disruptiveness (F=15.34, p<0.01), positive adaptation (F= 5.24, p=0.02), and 
financial concerns (F=4.12, p=0.02) subscales. Between baseline and posttest 1, there was 
an increase in CQOLC scores (t=-5.23, p<0.01), and the burden (t=-4.87, p<0.01), 
disruptiveness (t=-3.00, p=0.01) and financial concerns (t=-2.76, p=0.01) subscales. 
However, there was no significant difference for the positive adaptation subscale (t=-1.81, 
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p=0.08). Between baseline and posttest 2, significant increase were seen in CQOLC 
scores (t=-6.11, p<0.01), and the four subscales (Burden: t=-5.79, p<0.01; Disruptiveness: 
t=-4.63, p<0.01; Positive adaptation: t=-2.53, p=0.02; financial concerns: t=-2.53, p=0.02). 
Between posttest 1 and posttest 2, there were significant increase in CQOLC scores (t=-
2.87, p=0.01), and the burden (t=-2.07, p=0.05), disruptiveness (t=-3.31, p<0.01), and 
positive adaptation (t=-2.80, p=0.01) subscales. There was no significant change in the 
financial concerns subscale (t=-0.32, p=0.75). Participants in the intervention group had 
significant increase in QoL and positive adaptation, and lower burden, disruptiveness, and 
financial concerns, between baseline to posttest 2 and over the three time-points. 
Participants had significant increase in QoL, and lower burden, disruptiveness and 
financial concerns between baseline to posttest 1. Participants had significant increase in 
QoL and positive adaptation, and lower burden and disruptiveness between posttest 1 and 
posttest 2.  
 
Within standard care group across the three time-points, there were significant decrease in 
CQOLC scores (F=4.58, p=0.02) and the disruptiveness subscale (F=4.80, p=0.01). There 
was no significant change in the burden (F=3.20, p=0.06), positive adaptation (F=1.17, 
p=0.30), and financial concerns (F=1.72, p=0.19) subscales. Between baseline and 
posttest 1, there was significant decrease in CQOLC scores (t=2.99, p=0.01), and the 
burden (t=2.43, p=0.02), and disruptiveness (t=2.95, p=0.01) subscales. There was no 
change in the positive adaptation (t=0.51, p=0.61) and financial concerns (t=-0.16, 
p=0.88) subscales. Between baseline and posttest 2, there was a significant decline in 
CQOLC scores (t=2.55, p=0.02) and the disruptiveness subscale (t=2.65, p=0.01). There 
was no significant change in the burden (t=1.34, p=0.19), positive adaptation (t=1.41, 
p=0.17) and financial concerns (t=1.49, p=0.14) subscales. There was no significant 
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change in CQOLC scores and all four subscales between posttest 1 and posttest 2 
(CQOLC: t=-0.01, p=0.99; burden: t=-1.24, p=0.22; disruptiveness: t=-0.07, p=0.95; 
positive adaptation: t=1.81, p=0.08; financial concerns: t=1.82, p=0.08). Participants in 
the standard care group had significant decrease in QoL and increase in disruptiveness 
over the three time-points. The burden, positive adaptation, and financial concerns 
remained stable over the three time-points. Participants had significant decrease in QoL, 
increase in burden and higher disruptiveness between baseline to posttest 1, and from 
baseline to posttest 2. 
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Table 7.11 Comparison of CQOLC between groups at three time-points using t-test 
  Group  
 Standard care (n=42) Intervention (n=38) t-test 
Item Overall 
range 
Range Mean (SD) Range Mean (SD) t p 
CQOLC  0-140       
    Baseline 25-125 48.00-125.00 90.90 (20.57) 25.00-119.00 89.44 (19.82) 0.32 0.75 
    Posttest 1 42-134 42.00-134.00 84.40 (20.48) 53.00-129.00 100.05 (17.61) -3.65 <0.01 
    Posttest 2 26-134 26.00-134.00 84.43 (23.57) 68.00-132.00 105.66 (15.95) -4.67 <0.01 
  Burden subscale 0-40       
    Baseline 4-40 10.00-40.00 25.93 (8.38) 4.00-37.00 24.53 (7.32) 0.79 0.43 
    Posttest 1 6-40 6.00-40.00 23.67 (9.38) 11.00-37.00 28.76 (6.19) -2.89a 0.01 
    Posttest 2 5-40 5.00-40.00 24.50 (9.70) 14.00-40.00 30.42 (5.60) -3.38a <0.01 
  Disruptiveness subscale 0-28       
    Baseline 4-28 5.00-28.00 20.95 (5.51) 4.00-28.00 19.11 (6.39) 1.39 0.17 
    Posttest 1 5-28 5.00-28.00 18.79 (6.32) 6.00-28.00 21.11 (4.70) -1.87a 0.07 
    Posttest 2 5-28 5.00-28.00 18.83 (6.77) 13.00-28.00 22.92 (4.20) -3.28a <0.01 
  Positive adaptation subscale 0-28       
    Baseline 2-28 2.00-28.00 14.19 (6.63) 5.00-28.00 17.63 (6.26) -2.38 0.02 
    Posttest 1 3-27 3.00-27.00 13.81 (5.53) 7.00-27.00 19.00 (5.24) -4.29 <0.01 
    Posttest 2 3-28 3.00-27.00 13.29 (5.92) 7.00-28.00 19.84 (5.06) -5.30 <0.01 
  Financial concerns subscale 0-12       
    Baseline 0-12 2.00-12.00 8.74 (3.39) 0.00-12.00 7.39 (4.71) 1.45a 0.15 
    Posttest 1 0-12 2.00-12.00 8.79 (3.06) 0.00-12.00 8.37 (4.41) 0.49a 0.63 
    Posttest 2 0-12 0.00-12.00 8.19 (3.77) 0.00-12.00 8.47 (4.51) -0.30 0.76 
Note. CQOLC = Caregiver Quality Of Life Index - Cancer. aEqual variances not assumed. 
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Table 7.12 CQOLC - Two-way ANOVA between groups 
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA  (Group X time) 












Posttest 1 and 
posttest 2 
Baseline, 














F p F p F p F p 
1. It bothers me that my daily 













8.94 <0.01 10.11 <0.01 0.00 0.96 7.52a <0.01 












2.65 0.11 4.34 0.04 1.06 0.31 3.04a 0.06 














4.04 0.05 12.34 <0.01 6.00 0.02 7.96a <0.01 














1.67 0.20 1.01 0.32 0.17 0.68 1.11a 0.33 
5. It is a challenge to maintain 













2.48 0.20 7.99 0.01 2.55 0.11 4.57a 0.02 












1.81 0.18 3.56 0.06 0.42 0.52 2.19a 0.12 
7. I am concerned about not 














4.37 0.04 6.30 0.01 0.93 0.34 4.78a 0.02 
8. My economic (financial) 













0.43 0.51 5.05 0.03 5.47 0.02 3.56a 0.04 












4.26 0.04 4.16 0.05 0.31 0.58 3.26a 0.05 
10. I have more of a positive 














1.88 0.17 2.59 0.11 0.23 0.64 1.91a 0.16 
11. My level of stress and 















<0.01 9.26 <0.01 0.76 0.39 9.84a <0.01 















2.33 0.13 2.40 0.13 0.27 0.61 2.07a 0.15 
13. It bothers me, limiting my 













8.09 0.01 5.32 0.02 0.45 0.51 5.35 0.01 












6.48 0.01 13.89 <0.01 1.92 0.17 8.39a <0.01 














8.29 0.01 9.37 <0.01 0.05 0.83 6.93a <0.01 
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16. I get support from my 













0.15 0.70 1.47 0.23 2.65 0.11 1.00a 0.35 














<0.01 11.24 <0.01 0.11 0.74 9.82a <0.01 












4.67 0.03 9.20 <0.01 2.58 0.11 6.26a <0.01 














<0.01 6.53 0.01 0.67 0.42 7.86a <0.01 
20. I worry about the impact 
my loved one's illness has had 














5.85 0.02 4.42 0.04 0.47 0.49 4.82a 0.02 
21. I have difficulty dealing 














3.12 0.08 8.20 0.01 2.88 0.09 5.16a 0.01 
22. I have developed a closer 













3.01 0.09 4.34 0.04 0.54 0.46 3.37a 0.06 
23. I feel adequately informed 













9.03 <0.01 8.50 0.01 0.01 0.94 4.60a 0.01 
24. It bothers me that I need to 
be available to accompany my 













6.22 0.02 9.06 <0.01 0.20 0.67 6.18a 0.01 
25. I fear the adverse effects of 













2.90 0.09 6.66 0.01 1.35 0.25 4.07a 0.03 
26. The responsibility I have 














7.06 0.01 19.06 <0.01 2.23 0.14 9.41 <0.01 
27. I am glad that my focus is 













0.28 0.60 1.35 0.25 0.87 0.35 0.77a 0.43 














0.51 0.48 1.01 0.32 0.44 0.51 0.74a 0.46 
29. It bothers me that my 













4.45 0.04 8.92 <0.01 3.05 0.09 6.19a <0.01 
30. The need to protect my 













1.16 0.28 7.40 0.01 3.33 0.07 3.92 0.02 
31. It upsets me to see my 













5.87 0.02 11.18 <0.01 2.26 0.14 7.19a <0.01 
32. The need to manage my 














3.45 0.07 6.47 0.01 0.86 0.36 4.01a 0.02 
33. I am discouraged about the 3.50 3.29 3.43 3.50 3.68 3.82 3.59 0.06 3.48 0.07 0.01 0.92 3.06a 0.07 
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 future. (0.99) (1.11) (1.02) (1.13) (0.66) (0.51) 
34. I am satisfied with the 













0.34 0.56 6.29 0.01 10.50 <0.01 5.37 0.01 
35. It bothers me that other 
family members have not 
shown interest in taking care of 













1.15 0.29 5.59 0.02 2.56 0.11 3.12a 0.05 














<0.01 9.12 <0.01 0.63 0.43 19.65a <0.01 














<0.01 24.61 <0.01 3.98 0.05 17.92a <0.01 












2.70 0.10 8.47 0.01 10.69 <0.01 5.96a 0.01 



























<0.01 38.06 <0.01 4.30 0.04 28.24a <0.01 
Note. CQOLC = Caregiver Quality Of Life Index – Cancer. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Figure 7.5 Marginal means against time for disruptiveness 
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Figure 7.7 Marginal means against time for financial concerns 
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Table 7.13 CQOLC within group comparison 




Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and  
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and  
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. It bothers me that my daily 
routine is altered. 
2.62 0.01 2.06 0.05 -0.95 0.35 3.45 0.04 -1.67 0.10 -2.39 0.02 -1.00 0.32 3.66a 0.04 
2. My sleep is less restful. 0.83 0.41 0.80 0.43 <0.01 1.00 0.58a 0.50 -1.67 0.10 -2.07 0.05 -1.16 0.26 3.02a 0.07 
3. My daily life is imposed 
upon. 
1.43 0.16 1.92 0.06 0.89 0.38 2.60a 0.10 -1.54 0.13 -3.31 <0.01 -2.41 0.02 5.54 0.01 
4. I am satisfied with my sex 
life. 
0.57 0.57 0.30 0.77 -0.33 0.74 0.16 0.85 -1.20 0.24 -1.03 0.31 0.26 0.80 1.11a 0.32 
5. It is a challenge to maintain 
my outside interests 
(hobbies). 
0.16 0.88 -0.64 0.52 -1.09 0.28 0.62 0.54 -1.71 0.10 -3.75 <0.01 -2.66 0.01 7.81a <0.01 
6. I am under a financial 
strain. 
0.45 0.65 1.38 0.18 1.42 0.16 1.30a 0.28 -1.35 0.19 -1.31 0.20 0.40 0.69 1.44a 0.24 
7. I am concerned about not 
having sufficient insurance 
coverage. 
0.57 0.57 1.24 0.22 1.22 0.23 1.04a 0.34 -2.83 0.01 -2.41 0.02 -0.23 0.82 4.14 0.02 
8. My economic (financial) 
future is uncertain. 
-1.22 0.23 0.51 0.61 2.17 0.04 2.44 0.10 -2.41 0.02 -2.67 0.01 -1.09 0.28 5.52a 0.01 
9. I fear my loved one will 
die. 
0.61 0.54 0.13 0.90 -0.68 0.50 0.22a 0.74 -2.28 0.03 -2.52 0.02 -1.02 0.31 3.57 0.04 
10. I have more of a positive 
outlook on life since my 
loved one's illness. 
0.57 0.57 1.22 0.23 1.22 0.23 0.94a 0.37 -1.36 0.18 -1.07 0.29 0.15 0.88 0.91 0.41 
11. My level of stress and 
worries has increased. 
2.24 0.03 1.51 0.14 -1.07 0.29 3.23a 0.06 -3.46 <0.01 -2.69 0.01 0.42 0.67 6.27 0.01 
12. My sense of spirituality 
has increased. 
1.01 0.32 0.99 0.33 0.23 0.82 0.92a 0.36 -1.20 0.24 -1.21 0.24 -0.45 0.65 1.18a 0.31 
13. It bothers me, limiting my 
focus to day-to-day. 
2.51 0.02 1.43 0.16 -2.08 0.04 4.24a 0.03 -1.48 0.15 -1.87 0.07 -0.55 0.58 1.85 0.17 
14. I feel sad. 0.71 0.48 0.28 0.78 -0.60 0.56 0.30a 0.71 -2.54 0.02 -4.46 <0.01 -2.18 0.04 10.93a <0.01 
15. I feel under increased 
mental strain. 
1.84 0.07 0.93 0.36 -1.29 0.21 1.97a 0.16 -2.21 0.03 -3.46 <0.01 -1.19 0.24 5.82 0.01 
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16. I get support from my 
friends and neighbours. 
0.00 1.00 -0.27 0.79 -0.81 0.42 0.07a 0.83 -0.50 0.62 -1.87 0.07 -2.14 0.04 2.21a 0.13 
17. I feel guilty. 3.04 <0.0
1 
2.26 0.03 -1.27 0.21 6.44a 0.01 -1.92 0.06 -2.49 0.02 -0.50 0.62 3.94a 0.03 
18. I feel frustrated. 1.81 0.08 1.87 0.07 0.44 0.66 2.79a 0.08 -1.28 0.21 -2.40 0.02 -1.75 0.09 3.67a 0.04 
19. I feel nervous. 2.26 0.03 0.86 0.39 -2.08 0.04 2.92a 0.08 -3.60 <0.01 -2.69 0.01 -0.36 0.72 6.14a 0.01 
20. I worry about the impact 
my loved one's illness has 
had on my children or other 
family member. 
0.34 0.73 0.00 1.00 -0.90 0.37 0.11 0.79 -3.31 <0.01 -3.12 <0.01 0.00 1.00 9.70 <0.01 
21. I have difficulty dealing 
with my loved one's changing 
eating habits. 
1.03 0.31 1.52 0.14 1.04 0.30 1.63a 0.21 -1.47 0.15 -2.65 0.01 -1.31 0.20 3.77a 0.03 
22. I have developed a closer 
relationship with my loved 
one. 
0.57 0.57 0.42 0.68 -0.42 0.68 0.25 0.68 -2.09 0.04 -2.50 0.02 -1.64 0.11 5.19a 0.02 
23. I feel adequately informed 
about my loved one's illness. 
1.76 0.09 1.10 0.28 -1.14 0.26 1.97a 0.16 -2.40 0.02 -2.91 0.01 -0.90 0.37 6.38a 0.01 
24. It bothers me that I need 
to be available to accompany 
my loved one to 
appointments. 
2.30 0.03 2.13 0.04 -0.85 0.40 3.95a 0.03 -1.23 0.23 -2.12 0.04 -1.97 0.06 3.20a 0.07 
25. I fear the adverse effects 
of treatment on my loved one. 
1.21 0.23 0.78 0.44 -0.74 0.46 0.97 0.37 -1.22 0.23 -2.94 0.01 -2.26 0.03 5.05 0.01 
26. The responsibility I have 
for my loved one's care at 
home is overwhelming. 
2.18 0.04 2.46 0.02 0.28 0.78 3.30 0.05 -1.60 0.12 -3.87 <0.01 -1.82 0.08 7.78 0.00 
27. I am glad that my focus is 
on getting my loved one well. 
1.33 0.19 1.82 0.08 0.47 0.64 2.09a 0.14 0.61 0.54 0.17 0.87 -0.90 0.37 0.29 0.67 
28. Family communication 
has increased. 
-1.53 0.13 -0.76 0.45 0.64 0.52 1.19 0.32 -2.57 0.01 -1.86 0.07 -0.31 0.76 3.27a 0.06 
29. It bothers me that my 
priorities have changed. 
2.21 0.03 1.95 0.06 0.34 0.74 3.20a 0.06 -0.82 0.42 -2.37 0.02 -2.52 0.02 3.75a 0.04 
30. The need to protect my 
loved one bothers me. 
1.10 0.28 1.76 0.09 0.84 0.41 1.55 0.23 -0.49 0.63 -2.14 0.04 -1.95 0.06 2.39a 0.11 
31. It upsets me to see my 
loved one deteriorate. 
0.44 0.66 0.26 0.80 -0.19 0.85 0.11a 0.87 -2.65 0.01 -3.97 <0.01 -1.87 0.07 7.70 <0.01 
32. The need to manage my 
loved one's pain is 
overwhelming. 
1.20 0.24 1.08 0.29 0.00 1.00 1.03a 0.35 -1.43 0.16 -2.72 0.01 -1.21 0.23 3.63 0.04 
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33. I am discouraged about 
the future. 
1.46 0.15 0.55 0.58 -1.64 0.11 1.56a 0.22 -1.23 0.23 -1.92 0.06 -1.71 0.10 2.71a 0.10 
34. I am satisfied with the 
support I get from my family. 
-1.30 0.20 1.60 0.12 2.55 0.01 3.94a 0.03 -0.20 0.85 -1.96 0.06 -2.04 0.05 2.71 0.08 
35. It bothers me that other 
family members have not 
shown interest in taking care 
of my loved one. 
0.92 0.36 1.22 0.23 0.65 0.52 1.07a 0.34 -0.66 0.52 -2.05 0.05 -1.43 0.16 2.50 0.10 
Burden subscale 2.43 0.02 1.34 0.19 -1.24 0.22 3.20a 0.06 -4.87 <0.01 -5.79 <0.01 -2.07 0.05 17.38 <0.01 
Disruptiveness subscale 2.95 0.01 2.65 0.01 -0.07 0.95 4.80 0.01 -3.00 0.01 -4.63 <0.01 -3.31 <0.01 15.34a <0.01 
Positive adaptation subscale 0.51 0.61 1.41 0.17 1.81 -0.08 1.17a 0.30 -1.81 0.08 -2.53 0.02 -2.80 0.01 5.24a 0.02 
Financial concerns subscale -0.16 0.99 1.49 0.14 1.82 0.08 1.72 0.19 -2.76 0.01 -2.53 0.02 -0.32 0.75 4.12 0.02 
CQOLC 2.99 0.01 2.55 0.02 -0.01 0.99 4.58 0.02 -5.23 <0.01 -6.11 <0.01 -2.87 0.01 27.20a <0.01 
Note. CQOLC = Caregiver Quality Of Life Index - Cancer . aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used 
	   	   	   	  
	   	   	   	  325 
Social support 
At baseline, there were no significant differences between the intervention and standard 
care groups in their social support satisfaction (SSS) (t=1.08, p=0.28) and social support 
number (SSN) (t=-0.40, p=0.69) (table 7.14), which meant that the two groups had 
homogenous baseline measures. Using independent t-test between groups at each time-
point, significant differences were found between intervention and standard care groups at 
posttest 2 (t=-3.33, p<0.01) for SSS, and posttest 1 (t=-2.78, p=0.01) and posttest 2 (t=-
3.42, p<0.01) for SSN. Participants in the intervention group had significant higher 
satisfaction with social support and greater number of support persons at the posttests 
when compared with the standard care group.  
 
When comparing all three time-points (baseline and the two follow-ups) using two-way 
ANOVA repeated measures, the interaction terms between group and time was significant 
for both SSS (F=17.42, p<0.01) (table 7.15) and SSN (F=14.76, p<0.01) (table 7.16). No 
significant time effect was observed for both SSS (F=0.13, p=0.83) and SSN (F=1.70, 
p=0.20). An intervention (group) effect was significant for SSN (F=5.25, p=0.03), but not 
significant effect for SSS (F=1.44, p=0.23). Plots of the marginal means against time of 
the three scores are presented in figure 7.8 and 7.9. 
 
Between baseline and posttest 1, the interaction terms between group and time was 
significant for SSS (F=21.65, p<0.01) and SSN (F=13.99, p<0.01). Time effect was not 
significant for SSS (F=0.01, p=0.91) and SSN (F=1.59, p=0.21). An intervention (group) 
effect was not significant SSS (F=0.01, p=0.94) and SSN (F=2.69, p=0.11). Between 
baseline and posttest 2, the interaction terms between group and time was significant for 
SSS (F=24.18, p<0.01) and SSN (F=17.98, p<0.01). Time effect was not significant SSS 
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(F=0.11, p=0.75) and SSN (F=2.07, p=0.15). An intervention (group) effect was not 
significant for SSS (F=1.16, p=0.29) but significant for SSN (F=3.95, p=0.05). Between 
posttest 1 and posttest 2, the interaction terms between group and time was significant for 
SSS (F=6.23, p=0.02) but not significant for SSN (F=3.30, p=0.07). Time effect was not 
significant for SSS (F=0.21, p=0.65) and SSN (F=0.41, p=0.53). An intervention (group) 
effect was significant for SSS (F=5.97, p=0.02) and SSN (F=9.86, p<0.01). Participants in 
the intervention group had significant higher satisfaction with social support and greater 
number of support persons between baseline and posttest 1, baseline and posttest 2, and 
over the three time-points when compared with the standard care group. Participants in 
the intervention group had significant higher satisfaction with social support but not 
greater number of support persons between from posttest 1 to posttest 2 when compared 
with the standard care group.   
   
ANOVA repeated measures and paired t-test were conducted for multiple comparisons 
within groups. Table 7.17 presents SSS data and table 7.18 presents SSN data. Within 
intervention group across the three time-points, there was significant increase in SSS 
(F=9.50, p<0.01) and SSN (F=15.18, p<0.01). Using paired t-test, there was significant 
increase in SSS (t=-3.25, p<0.01) and SSN (t=-4.00, p<0.01) between baseline and 
posttest 1. Between baseline and posttest 2, the increase was also significant for both 
factors (SSS: t=-3.63, p<0.01; SSN: t=-4.28, p<0.01). Between posttest 1 and posttest 2, 
there was increase in SSS (t=-2.03, p=0.05), but no change in SSN (t=-1.62, p=0.11). 
Participants in the intervention group had significant increase in satisfaction with social 
support and number of support persons between baseline to posttest 1, baseline to posttest 
2, and over the three time-points. They had significant increase in satisfaction with social 
support from posttest 1 to posttest 2, but number of support persons remained constant. 
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Within standard care group across the three time-points, there was a significant decrease 
in SSS (F=8.01, p<0.01), but no change in SSN(F=2.94, p=0.08). Using paired t-test 
between baseline and posttest 1, and baseline and posttest 2, there was significant 
decrease in SSS (Baseline and posttest 1: t=3.36, p<0.01; Baseline and posttest 2: t=3.32, 
p<0.01). There was no change SSS (t=1.48, p=0.15) between posttest 1 and posttest 2. 
There was no change in SSN at all time-points (Baseline and posttest 1: t=1.62, p=0.11; 
Baseline and posttest 2: t=1.90, p=0.07; Posttest 1 and posttest 2: t=0.90, p=0.37). 
Participants in the standard care group had decreased satisfaction with support between 
baseline and posttest 1, baseline and posttest 2, and over the three time-points.  
 
Table 7.19 presents the persons providing social support for participants in the standard 
care group and intervention group.  
 
Table 7.14 Comparison of social support between groups at 3 time-points using t-test 
  Group  
 Standard care (n=42) Intervention (n=38) t-test 
Item Overall 
range 
Range Mean (SD) Range Mean (SD) t p 
SSS 6-36       




29.92 (5.12) 1.08 0.28 




31.21 (4.73) -1.30 0.20 
    Posttest 2 7-36 7.00-36.00 28.98 (5.99) 26.00-
36.00 
32.42 (2.87) -3.33a <0.01 
SSN  0-36       
    Baseline 0-36 0.00-32.00 12.50 (9.06) 1.00-
36.00 
13.32 (8.97) -0.40 0.69 
    Posttest 1 0-36 0.00-31.00 11.00 (7.77) 1.00-
36.00 
16.34 (9.43) -2.78 0.01 
    Posttest 2 0-36 0.00-31.00 10.62 (8.16) 1.00-
36.00 
17.13 (8.88) -3.42 <0.01 
Note. SSS = Social Support Satisfaction; SSN = Social Support Number.  aEqual variances not assumed. 
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Table 7.15 SSS – Two-way ANOVA between groups 
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA (Group X time) 












Posttest 1 and 
posttest 2 
Baseline, 














F p F p F p F p 
1. Who can you count on to 
distract you from your worries 













8.66 <0.01 23.78 <0.01 9.25 <0.01 15.28a <0.01 
2. Who can you really count on 
to help you feel more relaxed 














2.75 0.10 9.37 <0.01 5.08 0.03 6.35a <0.01 
3. Who accepts you totally, 
including both your worst and 













14.15 <0.01 18.14 <0.01 2.01 0.16 13.06a <0.01 
4. Who can you really count on 
to care about you, regardless of 













22.40 <0.01 20.47 <0.01 2.83 0.10 14.92a <0.01 
5. Who can you really count on 
to help you feel better when you 














12.51 <0.01 16.33 <0.01 4.60 0.04 11.27a <0.01 
6. Who can you count on to 














20.99 <0.01 26.50 <0.01 4.70 0.03 17.65a <0.01 












21.65 <0.01 24.18 <0.01 6.23 0.02 17.42a <0.01 
Note. SSS = Social Support Satisfaction. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Table 7.16 SSN - Two-way ANOVA between groups 
 Group  
 Standard care (n=42) Intervention (n=38)   Two-way ANOVA (Group X time) 































F p F p F p F p 
1. Who can you count on to distract 
you from your worries when you 













3.74 0.06 9.04 <0.01 5.34 0.02 5.76a 0.01 
2. Who can you really count on to 
help you feel more relaxed when 













6.08 0.02 10.34 <0.01 3.62 0.06 7.85a <0.01 
3. Who accepts you totally, 














5.75 0.02 3.00 0.09 0.78 0.38 3.87a 0.04 
4. Who can you really count on to 
care about you, regardless of what 













6.88 0.01 7.11 0.01 0.16 0.70 17.65a <0.01 
5. Who can you really count on to 















8.59 <0.01 13.97 <0.01 5.07 0.03 10.86a <0.01 
6. Who can you count on to 














3.34 0.07 4.81 0.03 0.57 0.45 3.46a 0.04 














<0.01 17.98 <0.01 3.30 0.07 14.76a <0.01 
Note. SSN = Social Support Number. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Figure 7.9 Marginal means against time for SSN 
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Table 7.17 SSS within group comparison 
 Standard care (n=42) Intervention (n=38) 
 Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and  
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and  
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. Who can you count on to 
distract you from your worries 
when you feel under stress? 
3.42 <0.01 3.42 <0.01 1.36 0.18 8.16a <0.01 -0.90 0.37 -3.47 <0.01 -2.77 0.01 8.15 <0.01 
2. Who can you really count 
on to help you feel more 
relaxed when you are under 
pressure or tense? 
0.93 0.36 1.64 0.11 1.43 0.16 1.98a 0.16 -1.42 0.16 -2.67 0.01 -1.71 0.10 3.48 0.04 
3. Who accepts you totally, 
including both your worst and 
your best points? 
2.91 0.01 3.19 <0.01 0.83 0.41 5.48 0.01 -2.49 0.02 -2.93 0.01 -1.36 0.18 6.45a 0.01 
4. Who can you really count 
on to care about you, 
regardless of what is 
happening to you? 
3.75 <0.01 3.53 <0.01 1.36 0.18 9.89a <0.01 -2.98 0.01 -2.89 0.01 -1.04 0.30 5.44a 0.01 
5. Who can you really count 
on to help you feel better when 
you are feeling generally 
down-in-the-dumps? 
1.96 0.06 2.57 0.01 1.64 0.11 4.77a 0.02 -2.93 0.01 -3.07 <0.01 -1.43 0.16 6.32a 0.01 
6. Who can you count on to 
console you when you are 
very upset? 
3.11 <0.01 3.05 <0.01 1.55 0.13 6.61a 0.01 -3.36 <0.01 -4.25 <0.01 -1.53 0.14 9.44 <0.01 
Total SSS 3.36 <0.01 3.32 <0.01 1.48 0.15 8.01a <0.01 -3.25 <0.01 -3.63 <0.01 -2.03 0.05 9.50a <0.01 
Note. SSS = Social Support Satisfaction. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Table 7.18 SSN within group comparison 
 Standard care (n=42) Intervention (n=38) 
 Baseline and  
posttest 1 
Baseline 
and  posttest 
2 
Posttest 1 and  
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and  
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. Who can you count on to 
distract you from your worries 
when you feel under stress? 
1.32 0.19 2.06 0.05 1.36 0.18 2.79a 0.09 -1.43 0.16 -2.18 0.04 -1.86 0.07 3.53a 0.05 
2. Who can you really count on 
to help you feel more relaxed 
when you are under pressure or 
tense? 
-0.36 0.72 0.09 0.93 1.09 0.28 0.16a 0.75 -4.04 <0.01 -4.25 <0.01 -1.54 0.13 15.57a <0.01 
3. Who accepts you totally, 
including both your worst and 
your best points? 
3.34 <0.01 2.37 0.02 -0.57 0.57 6.52a <0.01 -0.46 0.65 -0.22 0.83 1.00 0.32 0.15a 0.72 
4. Who can you really count on 
to care about you, regardless of 
what is happening to you? 
2.10 0.04 2.02 0.05 0.00 1.00 4.02a 0.04 -1.61 0.12 -1.77 0.09 -1.00 0.32 2.84a 0.10 
5. Who can you really count on 
to help you feel better when 
you are feeling generally down-
in-the-dumps? 
0.89 0.38 1.28 0.21 0.89 0.38 1.18a 0.30 -3.11 <0.01 -3.72 <0.01 -2.14 0.04 11.25a <0.01 
6. Who can you count on to 
console you when you are very 
upset? 
0.50 0.62 0.84 0.40 0.94 0.35 0.53a 0.51 -2.16 0.04 -2.33 0.03 -0.37 0.72 3.15 0.06 
Total SSN 1.62 0.11 1.90 0.07 0.90 0.37 2.94a 0.08 -4.00 <0.01 -4.28 <0.01 -1.62 0.11 15.18a <0.01 
Note. SSN = Social Support Number. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Stress and depression  
At baseline, there were no significant differences between the intervention and standard 
care groups in the overall stress and depression scores (t=-0.05, p=0.96), stress subscale 
(t=-0.49, p=0.63), depression subscale (t=0.49, p=0.63) (table 7.20), which meant that the 
two groups had homogenous baseline measures. Using independent t-test between groups 
at each time-point, significant differences were found between intervention and standard 
care groups at posttest 1 and posttest 2 for overall stress and depression (Posttest 1: t=3.01, 
p<0.01; Posttest 2: t=3.55, p<0.01), stress subscale (Posttest 1: t=2.85, p=0.01; Posttest 2: 
t=3.22, p<0.01) and depression subscale (Posttest 1: t=2.81, p=0.01; Posttest 2: t=3.49, 
p<0.01). Participants in the intervention group had significant lower stress and depression 
in the posttests when compared with the standard care group.  
 
When comparing all three time-points (baseline and the two follow-ups) using two-way 
ANOVA repeated measures, the interaction terms between group and time were 
significant for overall stress and depression (F=16.55, p<0.01) scores, stress subscale 
(F=16.25, p<0.01), and depression subscale (F=12.48, p<0.01) (table 7.21). No significant 
time effect was observed for overall stress and depression (F=1.43, p=0.24), stress 
subscale (F=1.87, p=0.17), and depression subscale (F=0.72, p=0.43). An intervention 
(group) effect was significant for overall stress and depression (F=5.35, p=0.02), stress 
subscale (F=3.88, p=0.05), and depression subscale (F=5.74, p=0.02). Plots of the 
marginal means against time of the three scores are presented in figure 7.10 to 7.12. 
 
Between baseline and posttest 1, the interaction terms between group and time was 
significant for overall stress and depression (F=15.39, p<0.01), stress subscale (F=16.52, 
p<0.01), and depression subscale (F=10.28, p<0.01). Time effect was not significant for 
	   	   	   	  
	   	   	   	  335 
overall stress and depression (F=0.01, p=0.92), stress subscale (F=0.11, p=0.74), and 
depression subscale (F=0.05, p=0.82). An intervention (group) effect was not significant 
for overall stress and depression (F=2.54, p=0.12), stress subscale (F=1.53, p=0.22), and 
depression subscale (F=3.13, p=0.08).  
 
Between baseline and posttest 2, the interaction terms between group and time was 
significant for overall stress and depression (F=19.63, p<0.01), stress (F=18.74, p<0.01) 
and depression (F=15.68, p<0.01). Time effect was not significant for overall stress and 
depression (F=1.58, p=0.21), stress (F=2.33, p=0.13), and depression (F=0.54, p=0.47). 
An intervention (group) effect was significant for depression (F=4.59, p=0.04) but not 
significant for overall stress and depression (F=3.62, p=0.06) and stress (F=2.13, p=0.15). 
 
Between posttest 1 and posttest 2, the interaction terms between group and time was 
significant for depression subscale (F=4.92, p=0.03), but not significant for overall stress 
and depression (F=3.16, p=0.08) and stress subscale (F=1.25, p=0.27). Time effect was 
significant for overall stress and depression (F=9.01, p<0.01), stress subscale (F=8.00, 
p=0.01), and depression subscale (F=5.85, p=0.02). Intervention (group) effect was 
significant for overall stress and depression (F=10.31, p<0.01), stress subscale (F=8.96, 
p<0.01), and depression subscale (F=9.44, p<0.01). Participants in the intervention group 
had significant lower stress and depression between baseline and posttest 1, baseline and 
posttest 2, and over the three time-points when compared with the standard care group. 
They also had lower depression between posttest 1 and posttest 2 compared with the 
standard care group. 
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ANOVA repeated measures and paired t-test were conducted for multiple comparisons 
within groups (table 7.22). Within intervention group across the three time-points, there 
was significant decrease in overall stress and depression (F=16.26, p<0.01), stress 
subscale (F=17.46, p<0.01), and depression subscale (F=10.33, p<0.01). Between 
baseline and posttest 1, baseline and posttest 2, and posttest 1 and posttest 2, there was 
significant reduction in overall stress and depression (Baseline and posttest 1: t=3.68, 
p<0.01; Baseline and posttest 2: t=4.49, p<0.01; Posttest 1 and posttest 2: t=2.89, p=0.01), 
stress subscale (Baseline and posttest 1: t=3.96, p<0.01; Baseline and posttest 2: t=4.67, 
p<0.01; Posttest 1 and posttest 2: t=2.53, p=0.02), and depression subscale (Baseline and 
posttest 1: t=2.69, p=0.01; Baseline and posttest 2: t=3.67, p<0.01; posttest 1 and posttest 
2: t=2.65, p=0.01). Participants in the intervention group had significant lower stress and 
depression between baseline and posttest 1, baseline and posttest 2, posttest 1 and posttest 
2, and over the three time-points. 
 
Within standard care group across the three time-points, there was significant change in 
overall stress and depression (F=4.81, p=0.03), stress subscale (F=4.20, p=0.04), and 
depression subscale (F=4.38, p=0.04). Between baseline and posttest 1, there was 
significant increase in overall stress and depression (t=-2.35, p=0.02), stress subscale (t=-
2.31, p=0.03) and depression subscale (t=-2.12, p=0.04). Between baseline and posttest 2, 
there was significant increase in overall stress and depression (t=-2.09, p=0.04), and 
depression subscale (t=-2.14, p=0.04), but no significant change in stress subscale (t=-
1.84, p=0.07). There was no significant difference in overall stress and depression (t=1.04, 
p=0.31), stress subscale (t=1.34, p=0.19) and depression subscale (t=0.19, p=0.85) 
between posttest 1 and posttest 2. Participants in the standard care group had significant 
increase in stress and depression between baseline and posttest 1, and over the three time-
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points. They also had a significant increase in overall stress and depression and 
depression between baseline to posttest 2. 
 
Table 7.20 Comparison of stress and depression between groups at three time-points using 
t-test  
  Group  










0-42       





















  Stress  
  subscale 
0-21       





















  Depression 
  subscale 
0-21       





















Note. aEqual variances not assumed.
	   	   	   	  




Table 7.21 Stress and depression - Two-way ANOVA between groups 
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA (Group X time) 




Posttest 1 and 
posttest 2 
Baseline, posttest 















F p F p F p F p 












0.82 0.37 1.31 0.26 0.29 0.59 0.99a 0.35 
2. I couldn't seem to experience any 













6.03 0.02 12.60 <0.01 5.13 0.03 8.84a <0.01 
3. I found it difficult to work up the 













2.58 0.11 7.24 0.01 1.94 0.17 4.21a 0.03 














6.64 0.01 14.02 <0.01 2.97 0.09 9.13a <0.01 














15.51 <0.01 12.61 <0.01 1.47 0.23 13.09a <0.01 














3.20 0.08 7.07 0.01 4.12 0.05 5.02a 0.02 












14.48 <0.01 17.25 <0.01 0.08 0.78 12.50a <0.01 












8.41 0.01 11.14 <0.01 2.28 0.14 8.59a <0.01 












6.01 0.02 12.56 <0.01 4.39 0.04 8.70a <0.01 
10. I was intolerant of anything that 
kept me from getting on with what 













2.20 0.14 3.38 0.07 0.33 0.57 2.56a 0.11 
11. I was unable to become 













2.79 0.10 4.25 0.04 2.12 0.15 3.47a 0.05 














3.45 0.07 2.68 0.11 2.85 0.10 3.15a 0.07 












7.16 0.01 6.35 0.01 0.01 0.91 5.75a 0.01 












4.56 0.04 3.59 0.06 1.66 0.20 3.73a 0.04 












16.52 <0.01 18.74 <0.01 1.25 0.27 16.52a <0.01 












10.28 <0.01 15.68 <0.01 4.92 0.03 12.48a <0.01 












15.39 <0.01 19.63 <0.01 3.16 0.08 16.55a <0.01 
Note. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Figure 7.12 Marginal means against time for depression 
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Table 7.22 Stress and depression within group comparison 
 Standard care (n=42) Intervention (n=38) 
 Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and  
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and  
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. I found it hard to wind down 0.00 1.00 0.37 0.71 1.14 0.26 0.13a 0.76 1.67 0.10 2.59 0.01 1.40 0.17 3.32 0.05 
2. I couldn't seem to experience any 
positive feeling at all 
-1.43 0.16 -1.74 0.09 -0.57 0.57 2.34a 0.13 1.96 0.06 3.08 <0.01 2.37 0.02 6.46a 0.01 
3. I found it difficult to work up the 
initiative to do things 
-1.78 0.08 -1.84 0.07 0.57 0.57 3.06a 0.08 0.47 0.64 2.02 0.05 1.96 0.06 2.11a 0.14 
4. I tended to over-react to situations -2.64 0.01 -3.13 <0.01 -1.36 0.18 7.93a <0.01 1.00 0.32 2.16 0.04 1.16 0.25 2.25a 0.12 
5. I felt that I was using a lot of 
nervous energy 
-2.48 0.02 -1.92 0.06 1.43 0.16 4.69a 0.03 3.22 <0.01 3.22 <0.01 <0.0
1 
1.00 9.92a <0.01 
6. I felt that I had nothing to look 
forward to 
-1.43 0.16 -1.95 0.06 -1.43 0.16 2.86a 0.09 1.14 0.26 1.96 0.06 1.43 0.16 2.47a 0.11 
7. I found myself getting agitated -2.50 0.02 -2.24 0.03 0.70 0.49 3.24 0.05 2.83 0.01 3.42 <0.01 0.90 0.37 5.79 0.01 
8. I found it difficult to relax -1.29 0.21 -1.29 0.21 <0.0
1 
1.00 1.52 0.23 3.22 <0.01 3.27 <0.01 1.64 0.11 8.36a <0.01 
9. I felt down-hearted and blue -0.20 0.84 -0.62 0.54 -1.00 0.32 0.27a 0.66 3.59 <0.01 4.26 <0.01 1.78 0.08 9.14 <0.01 
10. I was intolerant of anything that 
kept me from getting on with what I 
was doing 
-0.65 0.52 -0.23 0.82 1.43 0.16 0.33a 0.60 1.71 0.10 3.14 <0.01 1.78 0.08 5.48a 0.01 
11. I was unable to become 
enthusiastic about anything 
-1.64 0.11 -1.75 0.09 -0.57 0.57 2.70a 0.10 0.57 0.57 1.16 0.25 1.36 0.18 1.31a 0.27 
12. I felt I wasn't worth much as a 
person 
-1.74 0.09 -1.43 0.16 1.78 0.08 2.75a 0.10 1.00 0.32 1.00 0.32 - - 1.00 0.32 
13. I felt that I was rather touchy -2.04 0.05 -1.22 0.23 2.08 0.04 3.05a 0.08 1.78 0.08 2.24 0.03 1.43 0.16 3.90a 0.04 
14. I felt that life was meaningless -1.78 0.08 -1.36 0.18 1.36 0.18 2.55a 0.10 1.43 0.16 1.43 0.16 - - 2.06 0.16 
Stress subscale -2.31 0.03 -1.84 0.07 1.34 0.19 4.20a 0.04 3.96 <0.01 4.67 <0.01 2.53 0.02 17.4
6a 
<0.01 
Depression subscale -2.12 0.04 -2.14 0.04 0.19 0.85 4.38a 0.04 2.69 0.01 3.67 <0.01 2.65 0.01 10.3
3a 
<0.01 
Total stress and depression -2.35 0.02 -2.09 0.04 1.04 0.31 4.81a 0.03 3.68 <0.01 4.49 <0.01 2.89 0.01 16.2
6a 
<0.01 
Note. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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General closeness  
 
At baseline, there were no significant differences between the intervention and standard 
care groups in the general closeness scale (GCS) (t=0.03, p=0.98) (table 7.23), which 
meant that the two groups had homogenous baseline measures. Using independent t-test 
between groups at each time-point, significant differences were found between 
intervention and standard care groups at posttest 1 (t=-2.29, p=0.03) and posttest 2 (t=-
3.52, p<0.01). The intervention group had significant greater closeness with the patient at 
the posttests when compared with the standard care group. 
 
When comparing all three time-points (baseline and the two follow-ups) using two-way 
ANOVA repeated measures, the interaction terms between group and time was significant 
for GCS (F=17.95, p<0.01) (table 7.24). No significant time effect was observed (F=0.57, 
p=0.51), but there was an intervention (group) effect (F=3.92, p=0.05). Plots of the 
marginal means against time of the three scores are presented in figure 7.13. 
 
Between baseline and posttest 1, the interaction terms between group and time was 
significant for GCS (F=13.71, p<0.01), but time effect (F=0.59, p=0.44) and intervention 
(group) effect (F=1.37, p=0.25) were not significant. Between baseline and posttest 2, the 
interaction terms between group and time was significant for GCS (F=23.59, p<0.01), but 
time effect (F=0.67, p=0.41) and intervention (group) effect were not significant (F=3.15, 
p=0.08). Between posttest 1 and posttest 2, the interaction terms between group and time 
was significant for GCS (F=9.16, p<0.01). Time effect was not significant (F=0.06, 
p=0.80), but intervention (group) effect was significant (F=8.33, p=0.01). The 
intervention group had significant greater closeness with the patient between baseline and 
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posttest 1, baseline and posttest 2, posttest 1 and posttest 2, and over the three time-points 
when compared with the standard care group. 
 
ANOVA repeated measures and paired t-test were conducted for multiple comparisons 
within groups (table 7.25). There was a significant increase in GCS (F=17.08, p<0.01) 
within the intervention group, but there was significant decrease in the standard care 
group (F=5.03, p=0.02). Using paired t-test for comparisons between time-points, the 
intervention group showed significant improvement between baseline and posttest 1 (t=-
3.67, p<0.01), baseline and posttest 2 (t=-4.65, p<0.01), and posttest 1 and posttest 2 (t=-
3.02, p=0.01). For the standard care group, there was significant decrease in GCS between 
baseline and posttest 2 (t=2.61, p=0.01), and no significant change between baseline and 
posttest 1 (t=1.89, p=0.07), and posttest 1 and posttest 2 (t=1.70, 0.10). Participants in the 
interventions group had significant increase in closeness with the patient between baseline 
and posttest 1, baseline and posttest 2, posttest 1 and posttest 2, and over the three time-
points. Participants in the standard care group had significant decrease in closeness with 
patient between baseline and posttest 2 and over the three time-points. 
 
Table 7.23 Comparison of GCS with patient between groups at three time-points using t-
test 
  Group  
 Standard care 
(n=42) 








GCS 4-16       



























Note. GCS = General Closeness Scale. aEqual variances not assumed. 
	   	   	   	  









Table 7.24 GCS - Two-way ANOVA between groups 
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA (Group X time) 












Posttest 1 and 
posttest 2 
Baseline, 
















F p F p F p F p 
1. Taking everything into 
consideration, how close do 
you feel is the relationship 













6.07 0.02 13.94 <0.01 8.69 <0.01 10.01a <0.01 
2. How is communication 
between yourself and ____ - 
How well can you exchange 
ideas or talk about things that 













6.96 0.01 13.17 <0.01 5.46 0.02 9.71a <0.01 
3. In general, how similar are 














10.87 <0.01 13.48 <0.01 1.60 0.21 11.10a <0.01 
4. Generally, how well do 














5.88 0.02 12.58 <0.01 7.03 0.01 9.17a <0.01 












13.71 <0.01 23.59 <0.01 9.16 <0.01 17.95a <0.01 
Note. GCS = General Closeness Scale. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Figure 7.13 Marginal means against time for GCS 
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Table 7.25 GCS within group comparison 





Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and 
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 
and  posttest 
2 
Baseline, 
posttest 1, and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. Taking everything into 
consideration, how close do you 
feel is the relationship between 
yourself and _____? 
1.74 0.09 2.55 0.01 2.08 0.04 4.83a 0.02 -1.74 0.09 -2.73 0.01 -2.09 0.04 5.16a 0.02 
2. How is communication between 
yourself and ____ - How well can 
you exchange ideas or talk about 
things that really concern you? 
0.52 0.61 1.36 0.18 1.64 0.11 1.38a 0.26 -3.21 <0.01 -3.88 <0.01 -1.71 0.10 11.60a <0.01 
3. In general, how similar are your 
views about life to those of ____? 
1.75 0.09 2.03 0.05 0.81 0.42 3.28a 0.06 -2.94 0.01 -3.18 <0.01 -1.00 0.32 8.60a <0.01 
4. Generally, how well do you and 
____ get along together? 
2.31 0.03 2.75 0.01 1.36 0.18 6.09a 0.01 -1.07 0.29 -2.30 0.03 -2.37 0.02 3.62a 0.05 
Total GCS 1.89 0.07 2.61 0.01 1.70 0.10 5.03a 0.02 -3.67 <0.01 -4.65 <0.01 -3.02 0.01 17.08a <0.01 
Note. GCS = General Closeness Scale. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Self-efficacy in self-care 
At baseline, participants in the standard care groups had higher scores in the self-efficacy-
self-care scale (SESCS) (t=2.67, p=0.01), and in the obtaining respite (t=2.29, p=0.02) 
and controlling upsetting thoughts (t=2.03, p=0.05) subscales (table 7.26). Participants in 
the standard group had better baseline measures compared with the intervention group. 
Using independent t-test between groups at each time-point, significant differences were 
found between intervention and standard care groups at posttest 2 for SESCS (t=-3.04, 
p<0.01), obtaining respite (t=-2.25, p=0.03), and controlling thought (t=-3.12, p<0.01), 
and participants in the intervention group had higher scores in all three measures. There 
was no significant difference for SESCS (t=-1.58, p=0.12), controlling thoughts subscale 
(t=-1.88, p=0.06) and obtaining respite subscale (t=-0.95, p=0.35) at posttest 1. The 
intervention group had significant higher self-efficacy in self-care, obtaining respite, and 
controlling upsetting thoughts at posttest 2 when compared with the standard care group. 
 
When comparing all three time-points (baseline and the two follow-up) using two-way 
ANOVA repeated measures, the interaction terms between group and time were 
significant for SESCS (F=30.44, p<0.01), obtaining respite subscale (F=18.12, p<0.01) 
and controlling thoughts subscale (F=24.78, p<0.01) (table 7.27). No significant time 
effect was observed for SESCS (F=0.64, p=0.49), obtaining respite subscale (F=1.04, 
p=0.33), and controlling upsetting thoughts subscale (F=0.17, p=0.80). There was no 
significant intervention (group) effect for SESCS (F=0.58, p=0.45), obtaining respite 
subscale (F=0.08, p=0.78) and controlling upsetting thoughts subscale (F=1.19, p=0.28). 
Plots of the marginal means against time of the three scores are presented in figure 7.14 to 
7.16. 
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Between baseline and posttest 1, the interaction terms between group and time was 
significant for SESCS (F=29.45, p<0.01), obtaining respite subscale (F=15.49, p<0.01), 
and controlling thoughts subscale (F=24.94, p<0.01). Time effect was not significant for 
self-efficacy (F=0.09, p=0.77), obtaining respite subscale (F=0.44, p=0.51), and 
controlling upsetting thoughts subscale (F=0.11, p=0.75). An intervention (group) effect 
was not significant for SESCS (F=0.27, p=0.61), obtaining respite subscale (F=0.51, 
p=0.48), and controlling upsetting thoughts subscale (F=0.01, p=0.94).  
 
Between baseline and posttest 2, the interaction terms between group and time was 
significant for SESCS (F=39.23, p<0.01), obtaining respite subscale (F=22.87, p<0.01), 
and controlling upsetting thoughts subscale (F=33.44, p<0.01). Time effect was not 
significant for SESCS (F=0.85, p=0.36), obtaining respite subscale (F=1.42, p=0.24), and 
controlling upsetting thoughts subscale (F=0.05, p=0.83). An intervention (group) effect 
was not significant for SESCS (F=0.06, p=0.81), obtaining respite subscale (F=0.02, 
p=0.90) and controlling upsetting thoughts subscale (F=0.36, p=0.55).  
 
Between posttest 1 and posttest 2, the interaction terms between group and time was 
significant for SESCS (F=6.92, p=0.01), obtaining respite subscale (F=6.51, p=0.01), and 
controlling upsetting thoughts subscale (F=4.43, p=0.04). Time effect was not significant 
for SESCS (F=1.28, p=0.26), obtaining respite subscale (F=1.56, p=0.22), and controlling 
upsetting thoughts subscale (F=0.58, p=0.45). An intervention (group) effect was 
significant for SESCS (F=5.44, p=0.02), and controlling upsetting thoughts subscale 
(F=6.60, p=0.01), but not significant for obtaining respite subscale (F=2.48, p=0.12). The 
intervention group had significant higher self-efficacy in self-care, obtaining respite, and 
controlling upsetting thoughts between baseline and posttest 1, baseline and posttest 2, 
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posttest 1 and posttest 2, and over the three time-points, when compared with the standard 
care group. 
 
ANOVA repeated measures and paired t-test were conducted for multiple comparisons 
within groups (table 7.28). Within intervention group across the three time-points, there 
was significant increase in SESCS (F=20.32, p<0.01), obtaining respite subscale (F=13.47, 
p<0.01), and controlling upsetting thoughts subscale (F=12.07, p<0.01). Between baseline 
and posttest 1, and baseline and posttest 2, there was significant increase in SESCS 
(Baseline and posttest 1: t=-4.53, p<0.01); Baseline and posttest 2: t=-5.30, p<0.01), 
obtaining respite subscale (Baseline and posttest 1: t=-3.50, p<0.01; Baseline and posttest 
2: t=-4.20, p<0.01), and controlling upsetting thoughts subscale (Baseline and posttest 1: 
t=-3.30, p<0.01; Baseline and posttest 2: t=-4.12, p<0.01). Between posttest 1 and posttest 
2, there was improvement in SESCS (t=-2.26, p=0.03), and obtaining respite subscale (t=-
2.11, p=0.04), but no change in controlling upsetting thoughts subscale (t=-1.88, p=0.07). 
The intervention group had significant higher in self-efficacy in self-care, obtaining 
respite, and controlling upsetting thoughts between baseline and posttest 1, baseline and 
posttest 2, and over the three time-points. They had significant increase in self-efficacy in 
self-care and obtaining respite between posttest 1 and posttest 2. 
 
Within standard care group across the three time-points, there was significant decrease in 
SESCS (F=11.40, p<0.01), obtaining respite subscale (F=5.55, p=0.02), and controlling 
upsetting thoughts subscale (F=12.92, p<0.01). Between baseline and posttest 1, there was 
significant decrease in SESCS (t=3.38, p<0.01), obtaining respite subscale (t=2.21, 
p=0.03), and controlling upsetting thoughts subscale (t=3.78, p<0.01). Between baseline 
and posttest 2, there was significant decrease in SESCS (t=3.68, p<0.01), obtaining respite 
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subscale (t=2.57, p=0.01), and controlling upsetting thoughts subscale (t=4.05, p<0.01). 
Between posttest 1 and posttest 2, there was no change in SESCS (t=1.29, p=0.20), 
obtaining respite subscale (t=1.33, p=0.19), and controlling upsetting thoughts subscale 
(t=1.03, p=0.31). The standard group had significant decrease in self-efficacy in self-care, 
obtaining respite, and controlling upsetting thoughts between baseline and posttest 1, 
baseline and posttest 2, and over the three time-points. 
 
Table 7.26 Comparison of SESCS between groups at three time-points using t-test 
  Group  













SESCS 0-100       

































  Obtaining respite 
subscale 
0-50       



























  Control upsetting  
  thoughts subscale 
0-50       



























Note. SESCS = Self-Efficacy in Self-Care Scale.  aEqual variances not assumed. 
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Table 7.27 SESCS - Two-way ANOVA between groups 
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA (Group X time) 
































F p F p F p F p 
1. How confident are you that you can 
ask a friend/family member to stay 
with ___ for a day when you need to 













9.65 <0.01 14.92 <0.01 5.63 0.02 11.83a <0.01 
2. How confident are you that you can 
ask a friend/family member to stay 
with ___ for a day when you have 













11.00 <0.01 16.60 <0.01 5.28 0.02 12.98 <0.01 
3. How confident are you that you can 
ask a friend or family member to do 













4.93 0.03 8.03 0.01 2.14 0.15 5.85a 0.01 
4.  How confident are you that you can 
ask a friend/family member to stay 
with ___ for a day when you feel the 













11.74 <0.01 15.56 <0.01 2.78 0.10 12.16a <0.01 
5. How confident are you that you can 
ask a friend/family member to stay 
with ___ for a week when you need the 













9.08 <0.01 9.18 <0.01 0.76 0.49 8.23a <0.01 
6. How confident are you that you can 
control thinking about unpleasant 













25.44 <0.01 25.95 <0.01 1.39 0.24 21.88a <0.01 
7. How confident are you that you can 
control thinking how unfair it is that 
you have to put up with this situation 













8.84 <0.01 12.85 <0.01 1.79 0.18 9.34a <0.01 
	   	   	   	  




8. How confident are you that you can 
control thinking about what a good life 
you had before ___’s illness and how 













10.16 <0.01 17.76 <0.01 3.52 0.07 12.25a <0.01 
9. How confident are you that you can 
control thinking about what you are 













14.34 <0.01 18.99 <0.01 3.08 0.08 14.98a <0.01 
10. How confident are you that you can 
control worrying about future problems 













7.04 0.01 16.15 <0.01 8.37 0.01 11.29a <0.01 












15.49 <0.01 22.87 <0.01 6.51 0.01 18.12a <0.01 












24.94 <0.01 33.44 <0.01 4.43 0.04 24.78a <0.01 












29.45 <0.01 39.23 <0.01 6.92 0.01 30.44a <0.01 
Note. SESCS = Self-Efficacy in Self-Care Scale. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Table 7.28 SESCS within group comparison 
 Standard care (n=42) Intervention (n=38) 
 Baseline and  
posttest 1 






posttest 1, and 
posttest 2 
Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 
and  posttest 
2 
Baseline, 
posttest 1, and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. How confident are you that 
you can ask a friend/family 
member to stay with ___ for a 
day when you need to see the 
doctor yourself? 
1.93 0.06 2.41 0.02 1.36 0.18 4.53a 0.03 -2.43 0.02 -3.00 0.01 -1.97 0.06 7.26a 0.01 
2. How confident are you that 
you can ask a friend/family 
member to stay with ___ for a 
day when you have errands to 
be done?  
1.80 0.08 2.18 0.04 1.05 0.30 3.68a 0.05 -2.78 0.01 -3.40 <0.01 -2.04 0.05 9.14a <0.01 
3. How confident are you that 
you can ask a friend or family 
member to do errands for you?  
1.84 0.07 2.67 0.01 1.58 0.12 4.89a 0.02 -1.31 0.20 -1.28 0.21 -0.38 0.71 1.40a 0.25 
4.  How confident are you that 
you can ask a friend/family 
member to stay with ___ for a 
day when you feel the need for 
a break?  
2.12 0.04 1.76 0.09 -
0.27 
0.79 3.27a 0.06 -3.10 <0.0
1 
-4.35 <0.01 -2.57 0.01 13.21a <0.01 
5. How confident are you that 
you can ask a friend/family 
member to stay with ___ for a 
week when you need the time 
for yourself? 
1.11 0.27 0.94 0.35 -
1.00 
0.32 1.05a 0.31 -3.13 <0.0
1 
-3.06 <0.01 -1.05 0.30 8.03a <0.01 
6. How confident are you that 
you can control thinking about 
unpleasant aspects of taking 
care of ___?   
2.75 0.01 3.30 <0.01 1.20 0.24 7.98a <0.01 -4.25 <0.0
1 
-3.82 <0.01 -0.51 0.61 13.68a <0.01 
	   	   	   	  
	   	   	   	   	  
354 
7. How confident are you that 
you can control thinking how 
unfair it is that you have to put 
up with this situation (taking 
care of  ___)?  
3.11 <0.01 3.43 <0.01 1.06 0.29 9.80a <0.01 -0.89 0.38 -1.54 0.13 -0.88 0.39 1.15 0.33 
8. How confident are you that 
you can control thinking about 
what a good life you had before 
___’s illness and how much 
you’ve lost? 
3.22 <0.01 3.52 <0.01 1.20 0.24 9.97a <0.01 -1.26 0.22 -2.44 0.02 -1.43 0.16 3.12 0.06 
9. How confident are you that 
you can control thinking about 
what you are missing or giving 
up because of ___? 
3.34 <0.01 3.53 <0.01 0.96 0.35 10.27a <0.01 -1.98 0.06 -2.65 0.01 -1.66 0.11 5.25a 0.02 
10. How confident are you that 
you can control worrying about 
future problems that might 
come up with ___? 
0.78 0.44 0.68 0.50 -
0.50 
0.62 0.53a 0.49 -3.00 0.01 -4.68 <0.01 -3.28 <0.01 15.21a <0.01 
Obtaining respite subscale 2.21 0.03 2.57 0.01 1.29 0.20 5.55a 0.02 -3.50 <0.0
1 
-5.30 <0.01 -2.26 0.03 13.47a <0.01 
Controlling upsetting thoughts 
subscale 
3.78 <0.01 4.05 <0.01 1.33 0.19 12.92a <0.01 -3.30 <0.0
1 
-4.12 <0.01 -1.88 0.07 12.07a <0.01 
Total SESCS 3.38 <0.01 3.68 <0.01 1.03 0.31 11.40a <0.01 -4.53 <0.0
1 
-5.30 <0.01 -2.11 0.04 20.32a <0.01 
Note. SESCS = Self-Efficacy in Self-Care Scale. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Rewards of caregiving 
At baseline, there were no significant differences between the intervention and standard 
care groups in the Rewards of Caregiving (RC) (t=-1.53, p=0.13) (table 7.29), which 
meant that the two groups had homogenous baseline measures. Using independent t-test 
between groups at each time-point, significant differences were found between 
intervention and standard care groups at posttest 1 (t=-3.50, p<0.01) and posttest 2 (t=-
4.52, p<0.01). The intervention group had significant greater rewards of caregiving at the 
posttests when compared with the standard care group. 
 
When comparing all three time-points (baseline and the two follow-ups) using two-way 
ANOVA repeated measures, the interaction terms between group and time was significant 
for RC (F=12.60, p<0.01) (table 7.30). The time effect (F=4.54, p=0.03) and intervention 
(group) effect were found to be significant (F=10.90, p<0.01). Plots of the marginal 
means against time of the three scores are presented in figure 7.17.  
 
Between baseline and posttest 1, baseline and posttest 2, and posttest 1 and posttest 2, 
interaction terms between group and time using two-way ANOVA repeated measures 
were significant for RC (Baseline and posttest 1: F=9.08, p<0.01; baseline and posttest 2; 
(F=15.92, p<0.01); Posttest 1 and posttest 2: F=10.33, p<0.01). Between baseline and 
posttest 1, time effect (F=4.02, p=0.05), and intervention (group) effect (F=6.94, p=0.01) 
were significant. Between baseline and posttest 2, time effect (F=5.40, p=0.02) and 
intervention (group) effect (F=0.78, p<0.01) were also significant. Between posttest 1 and 
posttest 2, time effect was not significant (F=1.59, p=0.21), but intervention (group) effect 
was significant (F=15.83, p<0.01). The intervention group had significant greater rewards 
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of caregiving between baseline and posttest 1, baseline and posttest 2, posttest 1 and 
posttest 2, and over the three time-points when compared with the standard care group. 
 
ANOVA repeated measures and paired t-test were conducted for multiple comparisons 
within groups (table 7.31). There was significant improvement in RC (F=19.60, p<0.01) 
within the intervention group, but there was no significant change in the standard care 
group (F=0.92, p=0.36). Using paired t-test for comparisons between time-points, the 
intervention group showed significant improvement in RC between baseline and posttest 
1 (t=-4.36, p<0.01), baseline and posttest 2 (t=-4.70, p<0.01), and posttest 1 and posttest 2 
(t=-2.89, p=0.01). For the standard care group, there was no significant change between 
baseline and posttest 1 (t=0.63, p=0.53), baseline and posttest 2 (t=1.14, p=0.26), and 
posttest 1 and posttest 2 (t=1.52, p=0.14). Participants in the intervention group had 
significant increase in rewards of caregiving between baseline and posttest 1, baseline and 
posttest 2, posttest 1 and posttest 2, and over the three time-points. There was no 
significant change in rewards of caregiving in the standard care group. 
 
Table 7.29 Comparison of RC between groups at three time-points using t-test  
  Group  








RC 0-40       



























Note. RC = Rewards of Caregiving. aEqual variances not assumed. 
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Table 7.30 RC - Two-way ANOVA between groups 
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA (Group X time) 




Posttest 1 and 
posttest 2 
Baseline, 
















F p F p F p F p 
1. Does caring for your 
relative/friend help you 














7.53 0.01 8.89 <0.01 1.10 0.30 7.37a <0.01 
2. Does caring for him/her 














8.03 0.01 9.59 <0.01 0.37 0.55 8.20a <0.01 
3. Is it rewarding because 
you feel you make life a 














1.21 0.28 4.27 0.04 4.26 0.04 3.10a 0.07 
4. Does caring for him/her 













0.14 0.71 3.41 0.07 9.52 <0.01 2.95a 0.08 
5. Does caring for your 
relative/friend give you a 













7.02 0.01 9.55 <0.01 1.46 0.23 7.45a <0.01 
6. Is just ‘being there’ for 













2.72 0.10 11.27 <0.01 8.98 <0.01 7.44a <0.01 
7. Have you personally 














0.52 0.47 3.55 0.06 2.06 0.16 1.79a 0.18 
8. Do you feel glad that 
you are the one who is 














9.36 <0.01 11.30 <0.01 0.01 0.92 9.14a <0.01 
9. Is caring for your 
relative/friend rewarding 














2.85 0.10 7.38 0.01 2.63 0.11 4.63a 0.02 
10. Is it rewarding to know 














5.19 0.03 11.44 <0.01 5.17 0.03 7.90a <0.01 

















Note. RC = Rewards of Caregiving. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Figure 7.17 Marginal means against time for RC 
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Table 7.31 RC within group comparison 
 Standard care (n=42) Intervention (n=42) 
 Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and 
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 
and  posttest 
2 
Baseline, 
posttest 1, and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. Does caring for your 
relative/friend help you feel 
like you are doing something 
important? 
2.02 0.05 1.93 0.06 0.47 0.64 3.24a 0.06 -1.87 0.07 -2.34 0.03 -1.36 0.18 4.32a 0.04 
2. Does caring for him/her 
help you feel good about 
yourself? 
0.63 0.54 0.13 0.90 -1.27 0.21 0.32a 0.62 -3.46 <0.01 -4.17 <0.01 -2.23 0.03 14.13a <0.01 
3. Is it rewarding because you 
feel you make life a little 
easier for your relative/friend? 
-0.39 0.70 0.37 0.71 1.96 0.06 0.40a 0.57 -2.78 0.01 -2.82 0.01 -1.15 0.26 6.20a 0.01 
4. Does caring for him/her add 
meaning to your life? 
-1.39 0.17 -0.70 0.49 1.43 0.16 1.20a 0.29 -2.32 0.03 -3.48 <0.01 -2.70 0.01 9.13a <0.01 
5. Does caring for your 
relative/friend give you a 
sense of accomplishment? 
0.35 0.73 0.22 0.83 -0.26 0.80 0.08a 0.84 -3.90 <0.01 -4.51 <0.01 -1.67 0.10 14.97a <0.01 
6. Is just ‘being there’ for 
him/her rewarding to you? 
0.00 1.00 1.58 0.12 2.39 0.02 2.05a 0.15 -2.35 0.02 -3.12 <0.01 -1.87 0.07 7.25a <0.01 
7. Have you personally grown 
as a result of being a 
caregiver? 
0.66 0.51 1.36 0.18 1.40 0.17 1.13a 0.31 -0.34 0.74 -1.64 0.11 -0.78 0.44 0.75a 0.45 
8. Do you feel glad that you 
are the one who is providing 
care to your relative/friend? 
1.95 0.06 1.68 0.10 -1.04 0.30 3.01a 0.07 -2.39 0.02 -2.92 0.01 -2.09 0.04 7.02a 0.01 
9. Is caring for your 
relative/friend rewarding 
because it makes him/her 
happy? 
0.00 1.00 0.68 0.50 1.15 0.26 0.35a 0.63 -2.67 0.01 -3.31 <0.01 -1.36 0.18 8.54a <0.01 
10. Is it rewarding to know 
that you are helpful to your 
relative/friend? 
0.60 0.55 1.16 0.26 0.90 0.37 0.80a 0.41 -2.43 0.02 -3.32 <0.01 -2.63 0.01 8.33a <0.01 
Total RC 0.63 0.53 1.14 0.26 1.52 0.14 0.92a 0.36 -4.36 <0.01 -4.70 <0.01 -2.89 0.01 19.60z <0.01 
Note. RC = Rewards of Caregiving. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Knowledge  
At baseline, there were no significant differences between the intervention and standard 
care groups in their knowledge (t=1.08 , p=0.28) (table 7.32), which meant that the two 
groups had homogenous baseline measures. Using independent t-test between groups at 
each time-point, significant differences were found between intervention and standard 
care groups at posttest 1 (t=-6.43, p<0.01) and posttest 2 (t=-7.21, p<0.01). The 
intervention group had significant higher knowledge on advanced care planning, 
community resources, and managing death of patient at the posttests when compared with 
the standard care group. 
 
When comparing all three time-points (baseline and the two follow-ups) using two-way 
ANOVA repeated measures, the interaction terms between group and time was significant 
for knowledge (F=66.92, p<0.01) (table 7.33). The time effect (F=94.41, p<0.01) and 
intervention (group) effect were also significant (F=28.42, p<0.01). Plots of the marginal 
means against time of the three scores are presented in figure 7.18.  
 
Between baseline and posttest 1, the interaction terms between group and time was 
significant for knowledge (F=66.44, p<0.01). Time effect (F=91.59, p<0.01) and 
intervention (group) effect was significant (F=13.28, p<0.01). Between baseline and 
posttest 2, the interaction terms between group and time was significant for knowledge 
(F=80.39, p<0.01). Time effect (F=115.01, p<0.01) and intervention (group) effect were 
also significant (F=17.67, p<0.01). Between posttest 1 and posttest 2, the interaction terms 
between group and time was significant for knowledge (F=4.70, p=0.03). Time effect 
(F=8.86, p<0.01) and intervention (group) effect were significant (F=51.16, p<0.01). The 
intervention group had significant higher knowledge between baseline and posttest 1, 
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baseline and posttest 2, posttest 1 and posttest 2, and over the three time-points when 
compared with the standard care group. 
 
ANOVA repeated measures and paired t-test were conducted for multiple comparisons 
within groups (table 7.34). There was significant increase in knowledge in both 
intervention (F=78.14, p<0.01) and standard care groups (F=8.88, p<0.01). Using paired 
t-test for comparisons between time-points, the intervention group showed significant 
increase between baseline and posttest 1 (t=-8.71, p<0.01), baseline and posttest 2 (t=-
9.79, p<0.01), and posttest 1 and posttest 2 (t=-2.52, p=0.02). For the standard care group, 
there was also an increase in knowledge between baseline and posttest 1 (t=-2.93, p=0.01), 
baseline and posttest 2 (t=-3.16, p<0.01), and no difference between posttest 1 and 
posttest 2 (t=-1.75, p=0.09). The intervention group had significant increase in knowledge 
between baseline and posttest 1, baseline and posttest 2, posttest 1 and posttest 2, and over 
the three time-points. The standard care group had significant increase in knowledge 
between baseline and posttest 1, baseline and posttest 2, and over the three time-points. 
Although both groups showed significant improvements, descriptive data showed greater 
improvements in the intervention group compared to the standard care group. 
 
Table 7.32 Comparison of knowledge between groups at three time-points using t-test 
  Group  





Range Mean (SD) t p 
Knowledge 0-24       






3.66  (4.60) 1.08 0.28 


















Note. aEqual variances not assumed. 
	   	   	   	  





Table 7.33 Knowledge - Two-way ANOVA between groups 
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA (Group X time) 
































F p F p F p F p 












55.26 <0.01 70.07 <0.01	   4.63 0.04 56.3
3a 
<0.01	  












32.66 <0.01 39.13 <0.01	   1.07 0.30 31.5
7a 
<0.01	  












67.53 <0.01	   89.95 <0.01	   4.18 0.04 67.7
8a 
<0.01	  
4. Websites on caregiver self-
help (E.g. palliative and hospice 
care, caregiver programmes, and 













29.70 <0.01	   33.28 <0.01	   1.58 0.21 30.2
2a 
<0.01	  












39.49 <0.01	   54.49 <0.01	   8.03 0.01 44.3
1a 
<0.01	  












36.50 <0.01	   39.69 <0.01	   1.04 0.31 33.4
4a 
<0.01	  












66.44 <0.01	   80.39 <0.01	   4.70 0.03 66.9
2a 
<0.01	  
Note. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Figure 7.18 Marginal means against time for knowledge  
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Table 7.34 Knowledge within group comparison 
 Standard care (n=42) Intervention (n=38) 
 Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and  
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and  
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. Advance care planning -2.21 0.03 -2.21 0.03 - - 4.86 0.03 -8.37 <0.01	   -9.28 <0.01	   -2.04 0.05 61.24a <0.01	  
2. Respite care -1.43 0.16 -2.01 0.05 -1.36 0.18 2.98a 0.07 -6.25 <0.01	   -7.43 <0.01	   -1.87 0.07 68.96a <0.01	  
3. Home help services -1.00 0.32 -1.00 0.32 - - 1.00 0.32 -7.99 <0.01	   -9.20 <0.01	   -1.94 0.06 42.07a <0.01	  
4. Websites on caregiver 
self-help (E.g. palliative and 
hospice care, caregiver 
programmes, and 
management of emotions) 
-1.74 0.09 -1.84 0.07 -1.00 0.32 3.15a 0.08 -6.69 <0.01	   -7.29 <0.01	   -1.67 0.10 63.77a <0.01	  
5. Managing death of 
patient 
-0.27 0.79 -0.27 0.79 - - 0.08 0.79 -6.69 <0.01	   -7.84 <0.01	   -2.69 0.01 46.74a <0.01	  
6. Bereavement support -2.68 0.01 -3.15 <0.01	   -1.43 0.16 7.51a <0.01	   -7.70 <0.01	   -8.74 <0.01	   -2.25 0.03 49.38a <0.01	  
Total knowledge  -2.93 0.01 -3.16 <0.01	   -1.75 0.09 8.88a <0.01	   -8.71 <0.01	   -9.79 <0.01	   -2.52 0.02 78.14a <0.01	  
Note. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Comparison between ITT and PPA 
The findings from PPA are presented in appendix 27. Both ITT and PPA showed that 
there was no difference in caregiver involvement in caregiving using between group 
comparisons. Within group comparisons found an increase in caregiver involvement 
for both standard care and intervention groups from baseline to posttest 1, baseline to 
posttest 2, and over the three time-points for the ITT. However, the PPA showed that 
there was no increase in caregiver involvement from baseline to posttest 2 and over 
the three time-points in the standard care group. PPA also found that patient ECOG-
PSR was different between standard care and intervention group, while ITT found no 
difference between both groups. 
 
For caregivers’ QoL, there was no difference in outcomes between ITT and PPA 
analyses using independent t-test. Two-way ANOVA for overall QoL and 
disruptiveness subscale between posttest 1 and posttest 2 showed significant 
difference between both groups using ITT, but was not significant using PPA. Two-
way ANOVA for financial concerns subscale between baseline and posttest 1, and 
over the three time-points found a significant difference between standard care and 
intervention groups using ITT, but there was no difference using PPA. Within 
intervention group, there was significant decrease in burden subscale from posttest 1 
posttest 2 using ITT, but no significant change using PPA. Within standard care group, 
there was significant decrease in disruptiveness subscale and overall QoL from 
baseline to posttest 2 using ITT, but no significant difference using PPA. 
 
For SSS and SSN, there was no difference in outcomes between ITT and PPA 
analyses using independent t-test and two-way ANOVA. Within group analysis found 
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a significant increase in SSS from posttest 1 to posttest 2 in ITT, but no significant 
difference in PPA. There was no significant difference for SSN between ITT and PPA. 
 
For stress and depression, there was no difference in outcomes between ITT and PPA 
analyses using independent t-test. Two-way ANOVA found significant difference in 
depression subscale using ITT, but no significant difference in PPA. For within group 
comparison, there was no difference in ITT and PPA for intervention group. For 
standard care group, there was significant change in stress subscale, depression 
subscale and total stress and depression over three time-points using ITT, but no 
significant difference in PPA. There was also a significant increase in depression 
subscale and total stress and depression from baseline to posttest 2 using ITT but no 
difference using PPA. There was a significant decrease in stress subscale subscale and 
total stress and depression scores from posttest 1 to posttest 2 in PPA but no 
difference in ITT. 
 
For GCS, there was no difference in outcomes between ITT and PPA analyses using 
independent t-test and two-way ANOVA. For within group comparison, there was no 
difference in ITT and PPA for intervention group. For standard care group, there was 
significant change over three time-points in ITT, but no significant difference in PPA.  
 
For SESCS, t-test showed that there was significant difference in controlling upsetting 
thoughts subscale between standard care and intervention group in posttest 1 using 
PPA, but no significant difference using ITT. Two-way ANOVA found significant 
difference in SESCS, obtaining respite subscale and controlling thought subscale 
between posttest 1 and posttest 2 in ITT, but no difference in PPA. Within 
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intervention group, there was significant increase in obtaining respite subscale 
between posttest 1 and posttest 2 in ITT, but no difference in PPA. Within standard 
care group, there was significant decrease in obtaining respite subscale from baseline 
to posttest 2, and over the three time-points in ITT, but no significant change in PPA. 
 
For RC and knowledge, there was no difference in outcomes between ITT and PPA 
analyses using independent t-test, two-way ANOVA, and within group comparisons. 
 
Overall both ITT and PPA analysis produced similar outcomes. The difference in 
results for ITT and PPA could be attributed to the lack of power in the PPA to detect 
significant differences due to small sample size after attrition. The ITT analysis would 
be used in this study. 
 
Summary of quantitative findings 
The participants in the intervention group had higher QoL, social support satisfaction 
and number, closeness with patient, self-efficacy in self-care, rewards of caregiving, 
knowledge, and lower stress and depression, when compared with the standard care 
group. Overall, participants in the intervention group experienced increased QoL, 
social support satisfaction and number, closeness with patient, self-efficacy in self-
care, rewards of caregiving, knowledge, and decreased stress and depression after the 
intervention when compared with the standard group. The participants in the standard 
care group had reduced QoL, social support satisfaction and number, closeness with 
patient, self-efficacy in self-care, and increased stress and depression across different 
time-points. Table 7.35 presents the summary of outcomes in both standard care and 
intervention groups. 
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Table 7.35 Summary of outcomes in both standard care and intervention groups over 
the three time-points 
Outcome Over three time-points 




Caregiver quality of life index- cancer (CQOLC) Lower CQOLC Higher 
CQOLC 
    Burden No change Lower burden 




    Positive adaptation No change Higher 
positive 
adaptation 
    Financial concerns No change Lower 
financial 
concerns 
Social support satisfaction (SSS) Lower SSS Higher SSS 
Social support number (SSN) No change Higher SSN 





    Stress Higher stress Lower stress 




General closeness scale (GCS) Lower GCS Higher GCS 
Self-efficacy in self-care scale (SESCS) Lower SESCS Higher 
SESCS 

















Note. CQOLC = Caregiver Quality Of Life Index - Cancer; SSS = Social Support 
Satisfaction; SSN = Social Support Number; GCS = General Closeness Scale; SESCS 
= Self-Efficacy in Self-Care Scale; RC = Rewards of Caregiving.	  
 
Process evaluation 
Twelve participants from the intervention group were recruited for the qualitative 
interviews to conduct a process evaluation of the intervention. The interviews aimed 
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to examine the personal impact of the intervention on participants, and evaluate the 
programme delivery. 
 
The demographic characteristics of the participants are shown in Table 7.36. Two-
thirds the participants were females (n=8) and had a religion (n=8). Their ages ranged 
from 22 to 67 (mean=50.50, SD=11.53). About two-third of them were married (n=7). 
Ten participants were Chinese, and two were Malay. Most of the participants were 
caring for their parent (n=10), one was caring for a spouse, and one for her mother-in-
law. Two participants had a secondary education, five had a diploma education, two 
had a University degree, and two had a Master degree. Majority of the participants 
had a live-in domestic helper (n=8). Seven participants were working, and 5 were not 
working. The mean income per capita of the participants was SGD 2,075.00 
(SD=2,714.98)/USD 1,596.15 (SD=2088.45). 
 
The demographics of participants who were selected for the interview were similar to 
the overall phase 2 study participants in their gender (χ2= 0.00, p=0.95), age (t=-1.07, 
p=0.29), marital status (χ2=0.05, p=0.82), race (χ2=0.03, p=0.86), marital (χ2=0.05, 
p=0.82), religion (χ2=1.57, p=0.21), education (χ2=5.24, p=0.07), relationship with 
patient (χ2=3.89, p=0.14), employment status (χ2=0.05, p=0.82), access to domestic 
helper (χ2=0.19, p=0.66), household income per capital (t=-1.17, p=0.27), and 
baseline QoL scores (t=0.52, p=0.60). 
 
From the interviews, all participants expressed having benefitted from the CCP. The 
participants were asked to rank the components of the CCP as being the most and less 
useful. Eight participants ranked the video (67.67%) as the most useful. Two chose 
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the information content (16.67%), and two (16.67%) chose the telephone follow-up. 
One-third of the participants (n=4, 33.3%) ranked the online forum as being least 
useful. Three participants (25.00%) chose the care plan, two (16.67%) chose the 
telephone follow-up, and one chose the information on resources (8.33%) as being 
least useful to them. Two (16.67%) participants did not find any part being least 
helpful. 
 
Five themes emerged from data analysis: 1) Increase knowledge in caregiving; 2) 
Reduce stress and negative emotions; 3) Increase social support; 4) Improve 
relationships; and 5) Improvement for future caregiver interventions. Table 7.37 
presents the themes and subthemes generated from process evaluation. The themes 
and subthemes will be presented with support from selected verbatim. 
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Table 7.36 Characteristics of interviewed caregivers 













CG 1 Female 56 Chinese Single Yes Degree Daughter Not working Yes 0 
CG 2 Male 67 Chinese Married No ‘O’ level Spouse Not working Yes 1,000 
CG 3 Female 45 Malay Married Yes O’ level Daughter Not working No 600 
CG 4 Male 54 Chinese Married No Degree Son Working Yes 2,000 
CG 5 Female 43 Malay Married Yes Diploma Daughter Working No 2,000 
CG 6 Female 50 Chinese Married No Master degree Daughter Working Yes 1,500 
CG 7  Female 57 Chinese Married Yes Diploma Daughter-in-
law 
Not working Yes 10,000 
CG 8 Female 59 Chinese Married No Diploma Daughter Not working Yes 0 
CG 9 Male 60 Chinese Single Yes Master degree Son Working Yes 4,000 
CG 10 Male 22 Chinese Single Yes Diploma Son Working No 1,500 
CG 11 Female 44 Chinese Single Yes Master degree Daughter Working Yes 1,500 
CG 12 Female 49 Chinese Single Yes Diploma Daughter Working No 800 
Note. CG = Caregiver; SGD = Singapore Dollar 
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• Understand the caregiving experience 
• Learn about community resources 
• Know the signs of dying  
• Learn about ACP 





• Aware of stress triggers  
• Adopt relaxation strategies 
• Cope with frustration generated from the patient 




• Seek social support from social circle 
• Social support from researcher 
• Barriers to providing social support 
Improve 
relationships 
• Improve communication and increase closeness with patient 
• Understand the patient and show more patience to the patient 






• Intervention should be provided at early stage of patient illness 
• Start a caregiver support network  
• Provide information via video or audio method 
• Easy access to community support sources 
• Barriers to using online forum 
 
Increase knowledge in caregiving 
The participants said that after the intervention, they had increase in knowledge in 
understanding the caregiving experience, learning about community resources, knowing 
the signs of dying, and learning about ACP. 
 
Understand the caregiving experience. All the participants were able to identify and 
relate with most of the scenes from the video, as they had experienced those scenes during 
their caregiving journey. The visual scenes from the video helped them better understand 
what they and the patient were going through. This enabled participants to realise that 
their caregiving encounters were typical, and they felt better knowing that they were not 
alone. One said:  
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“Reminding me that those encounters with old parents are like that… Your video is basic 
information. It shows common encounters between caregivers and the patient. It is good 
enough I think for the beginning to understand… I suppose it helps me to recognise those 
encounters, and tell myself that there are solutions. We just have to look for it. In the past 
before I met you, or before I watch the video, I only knew my own encounters. I never 
talk to anyone. So it is good, helping me know that I am not the only one. There are other 
people encountering the same, or can be worse.” (CG 8) 
 
Learn about community resources. Participants expressed that they did not know much 
about community resources, and found it beneficial to receive information on resources 
even though they may not require the services at the moment. They found it important to 
keep these information so that they can refer to the information when they require them. 
For example, one participant said: 
 
“I just take note of the information… I did not know at all about these resources in the 
past. Nil. So after you gave the information to me, I just looked through once. I said ok, 
now I know this place have this service. In future I just refer to the file. So I would not 
miss out any service or resources.” (CG 3) 
 
Know the signs of dying. Participants who did not have any experience with caring for a 
family member who was terminally ill did not know the signs of dying. They found it 
beneficial to know the signs of dying so that they could be prepared for the imminent 
death of the patient when they see the signs appear. Provision of such information could 
save their time searching for them. Also, they believed that the information would be 
more reliable if it was provided by a healthcare professional.  
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But this one is, my own initiative, more or less. Sometimes we watch TV, sometime we 
watch a show, the way they express the dying signs. Though they may be bluffing, but 
more or less, plus minus they also must read from somewhere in order to put into a show. 
But of course after reading this, I had a clearer idea that goes without saying. Otherwise 
you only pick up here and there, but there’s no reliable source you see. But at least from 
you I would say it is reliable. So, from you people, you take the trouble to help those 
caregivers and also the patients. From there you give out direct from the horse mouth. 
Definitely it is reliable. (CG 2) 
 
“I think that [signs of dying] are very good info because we need to aware. So that I know 
she is alright, this sort of thing… I mean of course there’s a lot of such information on the 
internet. I do not have time to search but this helps.” (CG 9) 
 
Although most participants appreciated knowledge on the signs of dying, one caregiver 
did not want to know of the signs. She explained that got scared when she read them as 
were similar to that of depression, which her dad suffered from. She said: 
 
“When I saw the signs [of dying] in depression, I got really, really scared. So because it 
[the signs of dying] are nearly the same [as depression], only a few that are different.” 
(CG11) 
 
Learn about ACP. Most participants found the information on ACP useful, but few 
participants decided to discuss ACP with the patient about their wishes. Most participants 
expressed that the decision on the patients’ medical care was made amongst family 
members as they believed that they should be the ones making the decision, or that the 
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patient did not have enough knowledge to make decisions. Others believed that it was 
depressing or a taboo to bring up such topics with the patient. One participant described: 
 
“So I read. It is very interesting, very important to know ACP and what is involved… I 
think more for myself, this information. When the time comes from me. Because we are 
from different generation. So I’m likely to implement most of the things here for myself 
… So far I touchwood I’m well and fine so there’s no reason for me to really plan to the 
extent but I know when the time comes I know what I want. To learn from this 
experience… We decided ourselves [the medical aspect] around the siblings [for the 
patient]… Because she’s too old and it is too depressing to discuss with her. She already 
said that, time to go, then it is time to go. So any further [discussion] whether to 
resuscitate all that to her you know, she did not know there could be such a situation. 
Because her knowledge is not so deep about such thing.” (CG 7) 
 
Planning for future issues. Some participants used the care plan to think of strategies to 
plan for potential issues or problems that may occur in future. It helped served as a guide 
for reflection, and discussion with other family members. 
 
“Whenever when I am alone, I open the file, then I read [the care plan], then I just think 
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Reduce stress and negative emotions 
From the video, the participants learnt to be aware of stress triggers. From the knowledge 
of the stress triggers, they were able to take strategies to relax. The video also helped to 
reduce negative emotions such as frustration and anticipatory grief, and improved coping. 
 
Aware of stress triggers. The signs of burnout from the video enabled some participants 
to be aware that they were actually facing some levels of stress. One said:  
 
“It made me more aware of myself as a caregiver… What are the triggers that I must look 
out for to help myself be more responsive to my own needs, I think. When I should know 
to stop and ask for help. Rather than wait for things to escalate… There was once, you 
know one part [in the video], because she [the caregiver in the video] really has no time or 
she’s too tired. And it is like you go on and on every day, and she is getting tired. So and 
then with her work and so on, it can be very tiring. So I, feel that she should tell herself 
“Hey look, you need some break”. So I think it is time for her to ask for some help but she 
did not. And for me that was a very important thing because I realised that can also be my 
breaking point. When I feel so stressful that everything seems to be so negative for me.” 
(CG 11) 
 
Adopt relaxation strategies. With the knowledge on the signs of burnout, they were able 
to take conscious breaks from caregiving to prevent burnout. Some began to resume 
activities that they used to enjoy to relax and take breaks from caregiving. 
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“I used the parts on how to overcome the stress by engaging again in my hobby. My 
hobby is cycling. So I just cycle, cycle, cycle, round the whole Jurong Lake… After the 
cycling and a good bath, I find it very relieving. It is a part of exercising also.” (CG 4) 
 
Cope with frustration generated from the patient. The participants learnt to manage 
frustration from the video which taught caregivers to move away from the patient, take a 
deep breath to come themselves down, before returning to the patient. The participants 
found these tips useful. The scenes in the video also helped them to put the situation into 
perspective, self-reflect, had a better understanding of the patient’s plight, retention of 
information, and hence they were able to better cope with their frustrations.  
 
“I like the part about the caregiver in the video, when she lost her temper with the mother. 
Better way of handling is, instead of shouting at her [the mother], she moved away, take a 
deep breath, and come back again. So, I did practice this once or twice… I just walked 
away. Last time I felt bad to walk away, I just stayed on. But I guess staying on makes 
things worse… Because she’s already in pain, you know, groaning and all that, and then 
how can you just go away, you know. Then she will be alone. So if I cannot go away, then 
just take a deep breath there and then, at that point, but carry on with what I am doing.” 
(CG 1) 
 
“I recall my mother-in-law also has the same problem complaining about the legs, the 
pain all the way down on both legs. My domestic helper also sometimes got pretty 
impatient with my mother-in-law when she complain all the time about that sort of pain. 
So now I understand that this is part of the symptoms of cancer advancement, and so we 
learn to cope with it… If I have not seen the video, I may not fully comprehend and 
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understand what sort of pain that cancer patients are going through… The doctor did say 
it but is not the same as watching the video and really understanding it.” (CG 7) 
 
Cope with anticipatory grief and sadness. The video gave information on the phases of 
anticipatory grief, and to cope with the sadness and anticipatory grief. The participants 
found that this section helped them to understand their emotions, accept that the patient 
would go one day, and to do things for the patient so that they would not regret when the 
patient pass on. 
 
“Especially for the last two years, my father’s PSA (prostate-specific antigen) result for 
prostate cancer has not been good, it is increasing constantly. So I have been like crying 
very much and I didn’t understand why. At one point, I told myself if my dad drag on this 
way, he does not die, I will die first. Because I was just crying so much I could not control 
it. I was living as if he was dying tomorrow, and I felt very painful. I did not have the 
word to describe my feelings. When I watched the video, it talked about anticipatory 
grieving. That is what exactly happening to me, I have been wondering, “Why am I 
grieving while he is alive?” So there is such thing as grief before the event. I thought it is 
just normal if it is after his death. But now he is living with me. So that was really 
encouraging, and after watching the video, I find I have strength. I pick up the pieces, 
recompose myself and I am able to recharge and continue to care for him, love him… I 
now realise that I am normal… Then of course, quietly at night, at times I still have tears, 
I think I still do that but the anticipatory grieving is less now because I now understand 
myself and my feelings and emotions.” (CG 12) 
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Increase social support 
The intervention helped to increase social support for the caregivers by encouraging 
caregiving to seek social support from their social circle in the video and telephone-
follow-up. The telephone follow-up was also a kind of support to the caregivers.  
 
Seek social support from social circle. Caregivers were encouraged to seek social 
support and share with their family members and friends about their problems from the 
intervention. This sharing enabled them to receive support and advice from their friends, 
which helped them feel better. 
 
“When we got problems, we just kept to oneself, we kept on thinking, and there is 
nowhere to digress. You only feel miserable, if there’s no way out for you to, to do the 
post mortem with what goes wrong. So if somebody speaks to you, maybe can enlighten 
you… Just like those, both girls and boys, all the young girls, they are advising me, now 
they are advising me “do not worry”, you know, “be patient”… After watching the video, 
I guess it is correct, need to talk to friend.” (CG 2) 
 
Social support from researcher. Most caregivers found the telephone follow-up 
beneficial as it provided an avenue for them to share their problems, express their 
unhappiness, and receive advice. They found it heartwarming to have someone concern 
for them.  
 
“[Telephone follow-up] Necessary… Because you know someone is caring for you… 
Sometimes they [friends] may be busy also. So at certain times when they [friends] may 
be busy then no one talk to you. Then suddenly you call up. This is a good way to let a 
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person feel warmth and more relieved… He would feel that there’s actually someone who 
care about him.” (CG 10) 
 
“The follow-up was good because I feel that it should be somebody to tell you “Hey look 
its ok”, “We are also here for you” that kind of thing. Because sometimes as caregivers, 
people forget them as all the attention is on the patient.” (CG11) 
 
“It is good to have someone share some information, and then learn from each other. And 
also partly because you have some nursing background. So when I talk, you can 
understand what I am saying. And sometimes getting some tips from you as well. Even 
though I could have done those things, it is a confirmation, that what I’m doing is 
correct… In a way provides an avenue for sharing and maybe in the process can gather 
some tips. I am very open to ideas and how, how to improve the care for my mum.” 
(CG1) 
 
Barriers to providing social support. Although most caregivers agreed that the 
telephone follow up was beneficial, a few did not find it useful due to time constrains, or 
that they did not feel it was necessary.  
 
“… I don’t have time to talk to them. Only unless like that day you call me, my father was 
at the hospital then I was in the special room resting, that one I can [talk to you]. But if at 
home, [I have] no time, to answer the call… No time for it. Very busy. That’s the main 
thing.” (CG 3) 
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“I don’t think [telephone follow-up] is necessary… As I mentioned before if you are first 
timer, I will not say you are young. As long as you are first timer, you need somebody. 
But sometimes as I said, we have so many brothers, we have many siblings you know. It 
is self-contain... And we have previous experiences already.” (CG 5) 
 
Improve relationships 
The intervention helped participants to improve relationships with both the patient and 
family members. The participants experienced improved communication and increase 
closeness with patient. They were able to show more patience to the patient, and had 
reduced conflicts with family members. 
 
Improve communication and increase closeness with patient. Participants were 
motivated to improve communication and increase closeness with the patient after the 
intervention. A participant described how she began to consciously make time to spend 
time and communicate with the patient. 
 
“I think this part [communication] is more helpful. I try to communicate more with my 
mum but she cannot really talk. Nowadays, like in this past few days, I try to generate 
conversation. So, after her [mum] dinner, and the maid is having her dinner, I sit with her. 
Normally, in the past when she finished dinner, she went to sleep. So I make it into such 
that, ok, this is a conversation time you know. Then I say “What shall we talk about?” Of 
course she would not have any suggestion. Then I tell her about “Oh, today, I went where, 
what happened”, and all that. Share my day… You just see the look in her eyes [if she is 
interested in the story]. Then sometimes if there is opportunity, I make her respond, like 
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you know ask her. I will say like “Wa, very exciting, like that”. Then she will “Ah ah ah”. 
Can see whether she is listening.” (CG 1) 
 
Understand the patient and show more patience to the patient. From the video, 
participants were able to better understand the sufferings the patient was going through. 
Through this knowledge, the participants were better able to show more patience and 
understanding towards the patient. 
 
“As caregivers, you try your utmost best. Not that the patient does not want to appreciate. 
Patient may appreciate, but patient herself is in pain. There is no way for her to express 
her appreciation. So maybe sometimes, unintentionally she would comment, “Why you 
do this, you do that”… So these are the things that, the patient whatever she uttered, you 
take it that she is in pain, having problem, or mentally disturbed. So just forgive... After I 
watch the video, I learn from the video that I should not have done that [lose temper]. 
When you know, then you feel sorry, and think why you rebut her back. So we should 
learn from the video that we should be patient.” (CG 2) 
 
Reduce conflict with family members. The intervention helped the caregivers to take a 
problem-solving approach towards family conflicts, instead of being emotional affected. 
This led to improved relationships with family members 
 
“The second part is the misunderstanding among family members. I thought like I was 
being misunderstood and why so much misunderstanding, miscommunication… They 
misunderstood me and I felt hurt and painful… So after watching that part on the video, I 
remember the message… So in that sense also helped me to move on, not to harp on like 
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why did you raise your voice or why did you get upset with me why did you 
misunderstand me.” (CG 12) 
 
Improvement for future caregiver interventions 
The participants gave some suggestions for future improvement of the intervention. These 
include the intervention should being provided at early stage of patient illness, starting a 
support network caregivers, providing information via video or audio methods, and easy 
access to community support sources. 
 
Intervention should be provided at early stage of patient illness. Many participants felt 
that the intervention would be more useful for first-time caregivers, and should provide at 
the early stages of the patient’s illness, or when the patient was first diagnosed. This 
would have helped them cope better in the early stages of caregiving. 
 
“Possibly [more helpful at the initial stages] because that time I was totally uninformed 
about all these caring and all that. I think it helps, yes, because I realise that I am not 
alone, there are people who go through. Some vivid illustration… Then I would have 
some empathy through somewhere. I feel that it would have given me a broader sense of 
coping. Otherwise we are just into the caregiver journey by ourselves without help.” (CG 
9) 
 
Start a caregiver support network. Many participants suggested starting a support 
network for caregivers. Many believed that a face-to-face meeting would be important to 
allow them to interact with other caregivers, and to put a face to the person whom they 
were sharing with. Some also hoped to make contacts with other caregivers to establish a 
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longer-term friendship. Despite believing that such meetings was important, most of them 
expressed that it would be difficult to make time for the meetings. One caregiver 
suggested having a befriender to make regular calls to the caregiver, and to invite the 
caregiver to the group meeting after some rapport has been established. Some suggested 
communication through phone, such as having a befriender to call the caregiver, or using 
a phone application which enabled group conversations. 
 
“Having a group forum or group talk would be difficult.... I think the problem is that we 
are already so tied down with the job, family and this handicapped issue, [patient]. To 
really have the time to improve this online forum given the real tight schedule, unless this 
person sacrifice something, that means, pass the caregiving task to the maid or family 
member to look after for half a day or one a day.… Share with friends should be enough. 
This forum is an additional thing that is necessary but not essential… It is necessary for 
those people who got time to do but not really effective. Because for me, when there’s 
available time, I lie down, close my eyes, I snore already. So it is quite tough. Usually 
people caring for a person with old age problem are people with family, like me.” (CG 4) 
 
“Like for instant, somebody called Sandra who is a befriender. Then say “You mind I 
give your number to Sandra, so Sandra can call you to have a discussion on caregiver or 
anything” for an initial introduction. Then if I said ok then, Sandra may call in and after 
that became friends… Then of course Sandra may say we have this caregiver support 
group, you want to come and participate or not, then we meet up… I mean if they are very 
close after talking, they probably want to have face-to-face meeting apart from phone 
call.” (CG 10) 
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“It is through Whatsapp… Why not [knowing other caregivers through Whatsapp]… 
Physical [meet up] I think is a bit challenging because we have our own timetable to 
follow with our love ones at home.” (CG 12) 
 
Provide information via video or audio methods. Some participants suggested that the 
information on resources that were given through written text form could be provided via 
visual or audio methods as some participants did not like to read words. 
 
“Maybe you can do into short video. Because every day working, always see words, e-
mail after e-mail, so tiring to see words… So want to see something different… Actually 
I’m a trainer also, I train people. So I find that when I do a lot of presentation, people start 
getting tired with this kind of presentation. So I go to google, I copy picture with some 
short video, 30 seconds, 15 seconds to show them. Because I do compliances also... When 
I play the video, they start watching. Picture may worth a thousand words.” (CG 4) 
 
Easy access to community support sources. Some participants felt that support from the 
community should be readily provided at the caregivers’ doorstep as most caregivers’ 
would not be in a right frame of mind to look for help when they were stressed with 
caregiving. Also, there should be a “one stop” place for caregivers to obtain all the 
information and help resources they would require.  
 
“Because usually the caregiver at this very stressful situation and the patient’s condition 
always changing, there’s no time nor clear mind to say “Oh I know where to go”, FFS 
(Feiyue Family Service) for example… One stop to have all the information that you need 
and also could connect us to other services. Even though I’m working, I know where to 
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go, you can go google search I’m sure all these information are there. But I think you’re 
not at that state of mind to search and have that time and patience to try to gather 
information. So the one stop like stacks of paper, this is the information of maybe those 
new support that come along, or financial support like MSW (Medical Social Worker).” 
(CG 12) 
 
A caregiver suggested that community counsellors should approach caregivers to provide 
respite and care for the caregivers’ well-being. One said: 
 
“That’s why the best thing would actually be get together a counselling unit… These 
[community counsellors that we have now]…. But if you are caregiver to somebody who 
is really sick, you need people to come to you… For people to say, “Hey look”. Because 
when I was in Australia, there is one for autism. Every Saturday or Sunday, they call it 
relief caregivers, there would be two ladies who came. One lady took over [the 
caregiving] and the other lady talked to the mum. They took the mum out for coffee or tea 
for the morning. Just took her out and talked to her, see how she was coping…. So, it 
would be nice if we have something like that in Singapore.” (CG 11)  
 
Barriers to using online forum. The participants commented that even though the idea 
of an online forum was useful, they were busy and did not have time to visit the online 
forum. Some found it challenging to access the webpage as they were not computer savvy 
or were seldom on the internet. Others felt that they did not need to ask questions in the 
forum as their questions were all answered by the researcher, the intervention information, 
or the hospice care nurse. One participant said: 
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“No I have not gone to that [online forum] yet… Have been pretty busy. So that is the 
first step to go and join… Have not actually make an effort to go in and take a look... 
Because of time. Coping with work, coping with family… I think that forum is something 
where if you have this issue you post it out, or if you had done something effectively you 
post it out and then people can actually get to do what you are doing. I think it is good to 
learn from people’s experience. So I don’t mind if I actually have done something 
successfully I will actively contribute. Or I have a question I will ask and hopefully 
people will actually answer. But on answering my questions now, I will talk to the 
nurse… Because the nurses have been answering my questions. Unless I have questions 
where I can’t get answers then I think I will go in the forum and post the questions.” (CG 
6) 
 
“If a person is always attached to a computer, always go and browse around. The forum 
would be good. But I am not that kind. I am mobile, I am always running around, and I 
am not carrying an iPad. Otherwise the forum can be good.” (CG 8) 
 
Some participants felt that the forum could be potentially useful if people could share on 
the forum. However, they did not share on the forum as they felt that what they share 
should benefit others and they did not know what they could share which would be 
beneficial. Some participants believed that they were more private and did not want to 
share in a group. 
 
“I signed up but I never post anything… I read… I think an online discussion where 
people can share their experience is quite good… I think testimonials, all the experience, 
like how they actually overcome the specific problems, those are very good. If somebody 
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sees the testimonial and think “This [situation] and my problem is very related”. Then 
they can use this experience to apply into their life… [Currently] nothing much [to 
share]… I will not go online to share my problem. Only when I have success story then I 
will share… Normally I solve [my own problems], or ask friends and family. No online 
network. But maybe when I share about my success story [on the online forum], I can 
share about my struggles. That is the time when I can share with others.” (CG 10) 
 
Summary of qualitative findings 
The interview findings revealed that the participants in the intervention group perceived 
the CCP psychoeducation programme to be helpful in enhancing knowledge in caregiving, 
reducing stress and negative emotions, increasing social support, and improving 
relationships with the patient and family members. The participants expressed barriers to 
using the online forum, and also provided suggestion for improvement of future caregiver 
interventions, such as providing the intervention at early stages of patient diagnosis, 
starting a caregiver support network, providing information via video or audio methods 
and easy access to community support. 
 
Summary 
This chapter presented the results of the phase 2 study which evaluated the effects of the 
CCP psychoeducation education programme on QoL, social support, stress and 
depression, general closeness between caregiver and patient, self-efficacy in self-care, 
rewards of caregiving, and knowledge on family caregivers of a person with advanced 
cancer. A total of 80 family caregivers were recruited with 38 in the intervention group 
and 42 in the standard care group.  
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The findings demonstrated that the participants receiving the CCP had greater 
improvements in QoL, social support, stress and depression, general closeness between 
caregiver and patient, self-efficacy in self-care, rewards of caregiving, and knowledge 
compared with those in the standard care group over the three time-points, which 
reflected that the intervention had both short-term and longer-term impacts. Correlation 
analyses also enabled the understanding of relationships between outcomes. 
 
The qualitative process evaluation revealed that the intervention group perceived the CCP 
to be helpful in increasing knowledge in caregiving, reducing stress and negative 
emotions, increasing social support, and improving relationships with the patient and 
family members. The participants expressed barriers to using the online forum, and also 
provided suggestion for improvement of future caregiver interventions. Overall, the 
participants found the CCP acceptable and beneficial. The following chapter will discuss 
the findings of phase 2 study. 
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Chapter 8 Phase 2 Discussion 
 
Introduction 
This chapter will discuss the phase 2 study findings with support from the literature. 
The phase 2 study aims to develop and evaluate the effectiveness of a 
psychoeducation intervention, entitled ‘Caring for the Caregiver Programme (CCP)’, 
for family caregivers providing care for an adult with advanced cancer at home with a 
prognosis of 3-12 months. The specific objectives are to assess the effectiveness of 
the intervention on increasing quality of life (QoL), social support, self-efficacy in 
self-care (obtaining respite and controlling upsetting thoughts), closeness with patient, 
rewards of caregiving, knowledge, and reducing stress and negative emotions.  
 
This chapter will start with a discussion on participant recruitment and retention. 
Thereafter, the impacts of the CCP which is based on the self-efficacy theory, and the 
methods of intervention delivery, will be discussed. The quantitative findings will be 
the main focal point of discussion, and the qualitative findings will be used to 
complement the quantitative findings. The chapter will then analyse the strengths and 
limitations of the study. Finally, the clinical implications, and recommendations for 
future research will be provided. 
 
Participant recruitment and retention 
The demographic characteristics of participants and the person with advanced cancer 
were similar in both phase 1 and phase 2 study. Caregivers’ involvement in 
caregiving in both phases were also similar. This suggested that the participant profile 
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in both phases of the study represented the general caregivers and patients’ profile in 
Singapore. 
 
In this study, only 12.5% (n=10) of the participants were referred by the nurses from 
the home hospice care. Most of the participants were recruited from the caregiver 
training classes (70.0%, n=56). The low percentage recruitment from the nurses 
reflected the difficulties in relying on service providers in helping out in participant 
recruitment. Future studies need to explore how to enhance nurses’ participation in 
participant recruitment for future studies. 
 
Caregiver socio-demographic characteristics 
The mean age of the caregiver participants in the present study was 47.2 years old 
(SD=11.8). Majority of the participants in this study were married (61.3%). From the 
age and marital status of the participants, it was suggested that most of them had their 
own family to care for, besides having to care for the patient. Also, the majority of 
caregivers were patients’ child (57.5%), which reflected that the caregiving duties 
largely rested on children. The participants in this study were largely females (67.5%) 
who were the patients’ daughter or wife. This affirmed that caregiving is typically a 
female’s work (Rutman, 1996).  
 
Majority of the participants in this study received tertiary education (53.8%), followed 
by secondary school education (35.0%). The participants had higher education 
compared with the general population - 25.1% had secondary education, and 29.6% 
had tertiary education (Department of Statistics Singapore, 2013). The lower mean 
age, higher number of adult child caregivers, and higher education status of the 
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caregivers recruited in this study could be attributed to the recruitment of only English 
speaking caregivers as the intervention was conducted in English. Older people who 
were unable to speak English perhaps had been excluded from the study.  
 
Chinese formed the majority of the participants (85.0%) in this present study, and 
there was significantly higher percentage of Chinese recruited compared with the 
general population (74.2%) (Singapore Department of Statistics, 2009). Four-fifths of 
the participants had a religion (80.0%), with the majority being Buddhists (33.8%), 
followed by Christian (23.8%), Islam (10.0%), Catholic (6.3%), Taoist (2.5%) and 
Hindu (3.8%). The religion profile of the participants in the present study was 
generally comparable with the general population, except that there was a higher 
percentage of Christian, and lower percentage of Taoist (Singapore Department of 
Statistics, 2011). Hindu participants were recruited in this phase 2 study, even though 
none were recruited in the phase 1 study. This reflected a wider range of participant 
religions in this phase 2 study. 
 
Patient socio-demographic characteristics and clinical data 
The patients in this study had a mean age of 69.0. The majority of the patients whom 
the participants were caring for were females (60.0%) in this present study. Phase 1 
study also reported higher percentage of female patients (61.3%). This was despite a 
higher number of cancer deaths in males reported in the National statistics (National 
Registry of Disease Office, 2013). The higher percentage of female patients could 
possibly reflect higher willingness to care for mothers or wives compared with fathers 
or husbands in the home setting. However, this trend has not been explored in the 
study, and this finding was inconclusive. 
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Most of the patients were Buddhist (42.5%), followed by Christian (20.0%), Islam 
(10.0%), Catholic (8.8%), Taoist (6.3%) and Hindu (3.8%). The religion profile of the 
patients in the present study was generally comparable with the general population - 
17.0% of the population had no religion, 33.0% were Buddhists, 11.0% were Taoist, 
18.0% were Christians and Catholics, 15.0% were Islam, and 5.1% were Hindus 
(Singapore Department of Statistics, 2011).  
 
At baseline, most of the patients had an Eastern Cooperative Oncology Group 
Performance Status Rating (ECOG-PSR) of ‘2’ (42.5%) and ‘3’ (36.3%). This meant 
that they were either only capable of self-care but not work activities, or capable of 
only limited self-care, and were largely confined to the bed or chair. This reflected 
that most of the patients were already facing physical decline when the caregivers 
were recruited into the study.  
 
Most of the patients in this study had a diagnosis of lung cancer (31.3%), which was 
similar to the general population in Singapore (National Registry of Disease Office, 
2013) and global population that lung cancer is the top cause of cancer deaths 
(Globocan, 2008). From the Singapore statistics, lung cancer is the top cause of 
cancer death in males (27.7%), and the second highest cause of cancer deaths in 
females (16.7%) (National Registry of Disease Office, 2013). For females, breast 
cancer is the leading cause of death (17.9%), but few caregivers of breast cancer 
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Retention 
In this study, 93.02% of approached caregivers participated in the study and 
completed baseline outcome measures. Reasons for non-participation included 
refusing consent (1.16%), caregiver being busy (2.33%) and patient deteriorated 
(3.49%). The percentage of caregivers who gave consent and participated in the 
present study was higher than some previous studies. For example, Cameron et al. 
(2004) reported that only 55.2% of approached participants completed baseline 
outcome measures. K. Walsh (2007) reported 65.9% of eligible caregivers 
participated in the study. Hudson et al. (2005) reported that only 29.6% of eligible 
caregiver agreed to participate in the study. The higher percentage of recruitment in 
the study could be attributed to the referral of caregivers who were interested in the 
study by the home hospice nurses and in the caregiving training classes. The 
researcher did not have the contact details of all the caregivers, as such information 
was not available to the researcher due to confidentiality issues. Thus, the caregivers 
already had some interest in the study when they were approached, which could have 
led to the higher percentage of participation in the approached caregivers. 
 
The overall follow-up rate in the study was 70.0% for posttest 1 (4th week) and 58.8% 
for posttest 2 (8th week) (average for both posttests = 64.4%). Compared with 
previous studies on interventions for family caregivers, for example, Cameron et al. 
(2004) reported a follow-up of 70.7%, Hudson et al. (2005) reported follow-up of 
70.8%, and K. Walsh et al. (2007) reported a follow-up of 68.3%, from baseline to 
follow-up at 4th week. This reflected that follow-up at 4th week in the present study 
was similar to previous studies. K. Walsh et al. (2007) reported a follow-up of 50.2% 
at 9th week, which was lower than this present study at 8th week follow up.  
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In this study, 13.8% of participants drop-out due to death of patient, and 16.3% due to 
refusal at 4th week. At 8th week, 28.8% of the patients had died, and 12.5% of 
participants refused the follow-up. The refusal rate in this study was similar to K. 
Walsh et al.’s (2007) study at 4th week, but lower at 8th week. It might be related to 
the data collection method. The present study used telephone follow up at 8th week, 
while K. Walsh et al.’s (2007) study used postal questionnaires. It might suggest that 
the use of telephone surveys could increase response rates. The lower refusal rates in 
the present study could also be attributed to the higher retention in the intervention 
group participants due to the better rapport built. 
 
Attrition due to death of patients in this study at 8th week was comparable to that of 
the phase 1 study, K. Walsh et al.’s (2007) study, but higher than Cameron et al.’s 
(2004) study. This reflected that drop-out of approximately 30% due to death of 
patient was typical of an eight-week longitudinal study. This highlighted the 
difficulties in conducting longitudinal research on caregivers of terminally ill person, 
as significant attrition due to death of the patient would be expected. 
 
In this study, all participants in the intervention group completed the intervention. It 
was different from Cameron et al.’s (2004) study which reported a significant 
percentage of participants who did not complete the intervention. This could be due to 
participants having to go to the hospital to receive the intervention in Cameron et al.’s 
(2004) study, while the intervention in this present study was delivered to participants 
in their homes. This might suggest that the delivery of intervention to caregivers in 
their homes could enhance convenience, and thus increase participation rate. 
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There was significantly higher retention rate in the intervention group compared to 
the standard care group for posttest 2 (standard care=45.2%; intervention=73.7%) and 
both posttests (standard care=38.1%; intervention=71.1%). The higher attrition in the 
standard care group at posttest 2 was attributed to higher percentage of patients who 
passed away and higher percentage of participants who were unwilling to participate 
in the posttest. Some studies also found a slightly higher dropout in participants in the 
control group, but results were not significant (Harding, et al., 2004; McMillan, et al., 
2006). Other studies found that follow-up for both standard care and intervention 
groups were similar (Hudson, et al., 2005; McMillan & Small, 2007).  
 
The similar retention rate of both standard care and intervention groups in other 
studies (e.g. Hudson, et al., 2005; McMillan & Small, 2007) could be attributed to the 
study being conducted by the hospice staff. In this study, the study was conducted by 
a research team that did not belong to the hospice. Hence, the degree of rapport that 
was built between the researchers and both study groups could be different. The 
higher retention rate in the intervention group of this study could be attributed to the 
better rapport built between the researchers and the participants from the face-to-face 
session and the telephone follow-up.  
 
In this phase 2 study, younger caregivers and caregivers who had shorter duration 
with hospice care, were found to be more likely not completing posttest 1 and posttest 
2. McMillian et al. (2006) also found higher attrition rates amongst younger 
caregivers in their psychoeducation study. Younger caregivers could have 
experienced higher caregiving burden (Goldstein, et al., 2004; Pannell, 2004) and 
difficulties maintaining social and family ties (C. W. Chan & Chang, 2000). Hence, 
	   397 
they might not have extra time to be involved in the study. This could also be due to 
the inability of younger caregivers to accept that their loved one was at the terminal 
stage of their illness, and did not want to be associated with anyone from the home 
hospice (H. Huang et al., 2012). Further studies are needed to understand needs of 
younger caregivers. 
 
Caregivers who have been with the home hospices for shorter duration were likely not 
to complete the posttests. From the literature, no study has explored the relationship 
between duration with hospice and attrition of participants. However, studies have 
found that rapport with healthcare workers could influence retention rates (L. L. 
Northouse et al., 2006; Steinhauser, et al., 2006). Thus caregivers who had been with 
the hospice for a shorter duration could have lower rapport with the hospice staff, 
which influenced attrition in this present study. 
 
Caregivers with higher self-efficacy for respite at baseline were found to be likely not 
to complete posttest 2. This could be related to the higher attrition in the standard care 
group, as participants in the standard care group reported higher self-efficacy for 
respite at baseline. Caregivers with high self-efficacy might have more confidence in 
managing their situation and they might think they did not need hospice support. 
 
In the qualitative interview, the participants had similar socio-demographic 
characteristics of the participants in the main study. This reflected that the participants 
in the qualitative interviews were representative of participants in the main study. 
Recruitment of participants with a wide range of socio-demographic characteristics 
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for the qualitative interview enabled the researchers to understand the strengths and 
limitations of the study from caregivers of various profiles. 
 
Impact of intervention on caregivers’ outcomes 
In the phase 2 study, when compared with the standard care group, the intervention 
group showed significant improvement in QoL, social support satisfaction and 
number, stress and depression, self-efficacy in self-care, closeness with patient, 
rewards in caregiving, and knowledge. All the study hypotheses were supported. The 
CCP on the whole had a positive impact on the caregivers.  
 
The qualitative interviews also supported that the CCP increased participants’ 
knowledge in caregiving, reduced stress and negative emotions, increased social 
support, improved relationships with both the patient and other family members. The 
participants provided suggestions for improvements of future caregiver interventions. 
The following presents a detailed discussion of the impact of the intervention on 
caregivers’ outcomes. 
 
Quality of life 
The participants in the intervention group had reported higher CQOLC and subscales 
(burden, disruptiveness, positive adaptation, and financial concerns) when compared 
to those in the standard care group over the three time-points. Thus, the hypothesis 
that participants in the intervention group would have higher QoL after the CCP was 
supported. While participants in the intervention group enjoyed significant 
improvement in their QoL over the three time-points, participants in standard care 
group showed a significant decline in CQOLC especially between baseline to posttest 
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1 and remained low till posttest 2. This suggested that the CCP intervention had a 
positive impact on caregivers’ QoL. This improvement in QoL as a result of the CCP 
was a significant finding as QoL has been perceived as an important outcome 
indicator for caregivers in end of life care, and hospice endeavours to improve the 
satisfaction caregivers (Stewart, et al., 1999; World Health Organization, 2009).  
 
Previous studies have attempted to improve QoL of caregivers of terminally ill 
persons (Kilbourn, et al., 2011; Northouse, et al., 2005). For example, Northouse et al. 
(2005) used a family-based concept, whereby the intervention was delivered to both 
family caregiver and the patient together, and was guided by the transactional model 
(Lazarus & Folkman, 1984). The components of the intervention included 1) Family 
involvement; 2) Optimistic attitude; 3) Coping effectiveness; 4) Uncertainty 
reduction; and 5) Symptom management (FOCUS). The study found no impact on 
caregivers’ QoL.  
 
In the present study, it was proposed that caregivers’ QoL would be improved when 
they were able to cope with stress, frustration, depression, and anticipatory grief, had 
increased social support, caregiver-patient closeness, and knowledge. Compared with 
the FOCUS, the CCP of the present study included components such as coping with 
emotions such as frustration, depression, and anticipatory grief, and encouraging 
social support, which were not presented in the FOCUS. These components might 
help enhancing caregivers’ QoL in the present study.  
 
Kilbourn et al. (2011) used telephone counselling calls to help caregivers. The study 
used a single group pretest-posttest design and found an increase in caregivers’ QoL. 
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Such findings concurred with the present study that the improvement of caregivers’ 
QoL after CCP could be related to the telephone calls to provide support for 
caregivers. This could highlight the importance of telephone support to caregivers of 
terminally ill persons. 
 
The qualitative interviews suggested that an overall increase in QoL could be due to 
participants having a better understanding of the caregiving experience which they 
learnt from the video and materials in the CCP. The participants had a better 
understanding of the caregiving experience as they could identify with the scenes in 
the video. These scenes included being stressed from having to juggle between work, 
family and caregiving, frustration with the patient, and conflict with other family 
members. This enabled them to realise that they were not the only ones experiencing 
those events and emotions, and that they not alone in this journey. This finding also 
supported the effectiveness of the modelling strategy in the self-efficacy theory 
(Bandura, 1977), and the effectiveness of the video as a tool for modelling (Clark & 
Lester, 2000). The information provided in CCP also helped the caregivers to have 
more knowledge in caregiving. 
 
The literature found that group interventions for caregivers provided opportunities for 
people to meet each other, and allowed them to compare their situation with that of 
others, and reduced the feeling of isolation knowing that they were not alone in their 
thoughts and feelings (Harding, et al., 2004; Henriksson & Andershed, 2007). In the 
present CCP, this was achieved through the use of video scenes to show caregivers 
that this were common feelings, instead of a face-to-face meeting with other 
caregivers. The online forum was also created to allow the participants to share 
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information and enhance the feeling of being supported. However, participants were 
not actively involved in the online forum. Hence, it could not be concluded that the 
online forum helped to support the participants. 
 
The participants in the intervention group had lower burden subscale scores when 
compared with the standard care group after the CCP. This could be attributed to the 
CCP which taught caregivers to manage the stress and emotional burden such as 
frustration and depression.  
 
The participants in the intervention group had lower disruptiveness subscale scores 
when compared with the standard care group after the CCP. The participants in the 
intervention group could experience lesser disruptiveness to their personal life due to 
the caregiving as they learnt to set time aside for their personal activities.  
The study also found the intervention group had significantly lower scores in the 
financial concerns subscale when compared with the standard care group after the 
CCP. It could be related to their increased knowledge on community resources which 
reduced their worries on financial concerns as they knew where they could seek help 
from.  
 
Participants in the intervention group had significant increased positive adaptation 
subscale scores. This increase could be due to caregivers learning to seek social 
support and enjoyable activities to cope with the caregiving, and to focus on the 
rewards of caregiving. Also, they had increased knowledge on resources to help them 
coping with caregiving. 
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There was no significant difference observed between groups from baseline and 
posttest 1 for the positive adaptation subscale, but significant differences were 
observed from baseline and posttest 2 and posttest 1 and posttest 2. The intervention 
group had higher positive adaptation compared with the standard care group. This 
suggested that the caregivers might need time to acquire the skills to increase their 
positive adaptation, thus the impact of the intervention was only significant in the 
longer-term between posttest 1 and posttest 2. This finding suggested that the 
intervention could start earlier when the patient was first admitted to the home 
hospice, so that participants had more time to develop their skills that would lead to 
higher positive adaptation.  
 
Social support 
The participants in the intervention group had significantly higher social support 
satisfaction (SSS) and social support number (SSN) when compared to standard care 
group over the three time-points. The hypothesis that participants in the intervention 
group would have higher social support satisfaction and number after the CCP was 
supported.  
 
Statistical tests within groups also showed that participants in the intervention group 
had increased SSS over the three time-points, while participants in the standard care 
group had reduced SSS from baseline to posttest 1, and it remained low at posttest 2. 
The increase in satisfaction with social support from posttest 1 to posttest 2 in the 
intervention group suggested that the intervention had both short-term and longer-
term impact. The increase in SSS could be attributed to an increase in SSN. The SSS 
had positive correlation with SSN in this study. In the CCP, the caregivers were 
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encouraged to seek social support from family members and friends. In the 
intervention group, the number of people offering social support to the participants 
increased from baseline to posttest 1, and across the three time-points. Participants in 
the standard care group had no significant change in their SSN. This suggested that 
the CCP could have encouraged the participants to obtain greater support from their 
social network. This increase in social support is important as literature has often 
emphasised that caregivers needed social support (H. S. Campbell et al., 2009; 
Harding & Higginson, 2003). Higher social support was associated with higher QoL 
in the literature (W. Tang, 2009) as well as phase 1 of the present study. 
 
The outcomes of the CCP in this study supported its framework – the self-efficacy 
theory. From the interview data, the participants reported that the video encouraged 
them to seek social support from family members and friends. This could be 
attributed to the vicarious experience component, and the participants learnt to seek 
social support from family members and friends from the video. The participants felt 
relieved when they shared their problems with other people as it served as an outlet 
for them to express their feelings. After sharing, the participants also received support 
and advice from the people whom they shared with, and it helped them to feel better. 
When caregivers felt better after sharing with friends, it might act as a reinforcement 
to encourage them continuing to seek support from their social network.  
 
Besides the video, the personal mastery strategy during the face-to-face session and 
the development of the care plan, where the participants identified the persons from 
their social network whom they could seek social help from, could enhance 
caregivers’ confidence in seeking social support. The verbal persuasion strategy, 
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where the researcher encouraged the caregivers during the face-to-face session and 
the subsequent telephone follow-ups to seek support from their social network, could 
be beneficial in encouraging the caregivers to put the plan into action, thus increasing 
caregivers’ social support. 
 
This study found that the intervention group obtained support from family members 
and friends. Among family members, it was found that there was greater percentage 
increase in seeking support from siblings from baseline to posttest 1 compared to 
other members such as extended family members. This was similar to the literature 
which found that siblings were identified as the major source of support for caregivers 
(Suitor & Pillemer, 1996). This could be due to siblings being caregivers’ immediate 
family members and many of them were caring for their parents as well, and thus 
could support one another. On the whole, caregivers were less likely to seek help 
from extended family members which was similar to previous studies (Dilworth-
Anderson, Williams, & Gibson, 2002). This could be due to caregivers not wanting to 
bother people outside their immediate families. Such arrangement would be fine for 
those who have siblings that support each other. However, alternatives need to be in 
place for those caregivers who do not have siblings or if the other siblings are not 
willing to help.   
 
Stress and depression 
The participants in the intervention group had significantly lower overall stress and 
depression scores, and the individual stress and depression subscales scores, when 
compared to standard care group over the three time-points. The hypothesis that 
participants in the intervention group would have lower stress and depression after the 
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CCP was supported. The literature has emphasised that caregivers commonly 
experienced stress and depression (Aoun, Kristjanson, Hudson, et al., 2005; Mok, et 
al., 2003; Rose, 1998; Waldrop, et al., 2005). The phase 1 of the present study also 
found the participants experienced sadness and depression. The CCP was found to be 
beneficial in helping caregivers cope with the stress and depression. 
 
Within groups comparison in the present study showed that the participants in the 
intervention group showed significant reduction in stress scores at all posttests. This 
suggested that the intervention had both short-term and longer-term impact on the 
participants. On the contrary, participants in the standard care group had significant 
increase in stress scores from baseline to posttest 1, and the scores remained high at 
posttest 2. This reflected that caregivers’ stress and depression could increase over 
time, and remained high as the patients’ condition deteriorated.   
 
The qualitative interviews in this study revealed that many caregivers did not realise 
that they had displayed signs of stress and burnout prior to the information provided 
in the video. The participants experienced less stress as they became more aware of 
the stress triggers and learnt ways to deal with their stress. This suggested that the 
knowledge on the signs of stress and burnout, and coping skills was beneficial to help 
caregivers coping with the stress.  
 
From the interviews, it was found that the reduced stress for participants in the 
intervention group could be attributed to the increased social support. The participants 
reported experiencing lower stress after venting their stress and frustrations, and 
receiving advice from people. The literature also supported that social support was 
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able to mediate caregivers’ stress (Waldrop, et al., 2005). Thus, reductions in 
caregivers’ stress could be attributed to increased social support. 
 
The qualitative interviews in this study also supported that the CCP helped caregivers 
to engage in strategies to relax and seek social support. The caregivers might have 
learnt the skills from the video and online forum which was a vicarious learning 
experience. These scenes could have encouraged the caregivers to engage in relaxing 
activities and obtain social support. Caregivers might have enhanced confidence when 
they had increased mastery of skills through practice. Verbal persuasion during the 
face-to-face session and telephone follow up further encouraged caregivers to engage 
in relaxing activities, focus on the positive aspects of caregiving, and seek support 
from family members and friends. Thus, through learning from the video, discussion 
and online forum together with practice, it could have enhance caregivers’ self-
efficacy in managing stress.  
 
The intervention group could also have perceived reduced stress from reduced 
frustrations. The participants reported having reduced frustrations with the patient and 
reduced conflicts with family members in the qualitative interviews. Participants were 
taught to manage frustration in the video. For example, the video first showed some 
usual ways caregivers would react when the patient loss their temper at them when 
they were in pain or discomfort. Then, the video showed a more appropriate way the 
caregivers could respond. Instead of feeling emotional and upset over the patients 
losing their temper at them, the caregivers could take a problem-solving approach 
towards the situation and to focus on relieving the patients’ pain or discomfort. 
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To reduce conflicts with family members, the video first showed the typical ways 
caregivers would react when family members confronted them or talked to them in a 
rude manner. The video then showed the more appropriate response where the 
caregiver took a problem-solving approach towards by explaining the situation to the 
family member, instead of getting angry. This could have helped caregivers to be 
more objective instead of an emotional one towards the situation. From the qualitative 
interviews, also participants expressed that they found the knowledge on the triggers 
of those frustrations, and tips in the video on managing frustration with the patient 
very useful. During the telephone follow-ups, the participants were also encouraged to 
use the suggested strategies to cope with frustration.  
 
The literature found some family interventions have included helping caregivers of a 
terminally ill person to manage emotions (Hudson, et al. 2005; Kilboune, et al. 2011). 
Through a guidebook and discussion, Hudson et al. (2005) taught caregivers ways to 
normalise emotional reactions during negative caregiving situations. However, the 
study found no difference in the level of anxiety between the intervention and control 
group. Kilbourn et al. (2011) used telephone counselling calls to help caregivers cope 
with stress and emotions, and found that caregivers had reduced stress and depression.  
 
In the present study, the CCP intervention provided caregivers with practical tips to 
manage frustration using case scenarios. The results suggested that the intervention 
was useful as the caregivers watched the demonstration and were able to apply the 
skills in real-life settings. The practical tips, coupled with the telephone calls could 
have helped reducing caregivers’ stress and depression. 
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This study found the intervention group showed significant decrease in depression 
scores in all posttests. The qualitative interviews showed that the participants 
regarded information on anticipatory grief helpful in reducing their anticipatory grief 
and sadness. The video in the current CCP gave caregivers information on the four 
stages of anticipatory grief. This included awareness of feelings of sadness, regretting 
past arguments, being afraid of the impending death of the patient, and imagining life 
without the patient, which were common thoughts and feelings in the face of death of 
a loved (B. Wong & Chan, 2007). The knowledge on the phases of anticipatory grief 
might help caregivers to understand the reasons they were feeling sad, which aided in 
their personal mastery in coping with their grief.  
 
Past family intervention did not specifically help caregivers coping with anticipatory 
grief (Cameron, et al., 2004; Hudson, et al., 2005; K. Walsh, et al., 2007). Cameron et 
al. (2004) developed brief problem-solving intervention to help caregivers coping 
with their problems, and measured the impact of their intervention on depression. 
However, the study found that the intervention had no impact on caregivers’ 
depression score. In the present study, the component on anticipatory grief provided 
basic information to participants on the stages of anticipatory grief, and strategies to 
cope with these feelings. The information appeared effective as supported by both 
quantitative and qualitative data. Future family psychoeducation intervention for 
family caregivers of people with advanced cancer should include this component. 
 
This study employed the four strategies - personal mastery, vicarious learning, verbal 
persuasion, and physiological feedback, which were based on the self-efficacy theory 
in developing the CCP. The findings of this study supported that these four strategies 
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were effective in reducing caregivers’ stress and depression. This study supported the 
self-efficacy theory that the increase in knowledge and skills together with practice, 
could help to enhance competence of managing the caregiving situation and engaging 
in relaxing activities, thus reducing caregiving-related stress. Caregivers’ depression 
was also reduced as caregivers had a better understanding of their own anticipatory 
grief and sadness, and were able to cope better with the depression. 
 
Closeness with patient 
The participants in the intervention group had significantly higher GCS when 
compared to the standard care group in all the posttests. The hypothesis that 
participants in the intervention group would have higher closeness with patient after 
the CCP was supported. 
 
Within group analysis found that participants in the standard care group had 
significant decrease GCS from baseline to posttest 1, and over the three time-points. 
However, the intervention group had significant increase in GCS at all the posttests. 
The findings suggested that the CCP had both short-term and longer-term impact in 
increasing closeness between the caregiver and the patient. Further, the qualitative 
interviews also found that caregivers had improved relationships with the patient. 
In the qualitative interviews, participants expressed that they set time aside to 
communicate with the patient. The CCP consisted of video scenarios on how the 
caregiver and the patient experienced increased closeness after the caregiver shared 
past memories with the patient, and the caregiver and patient expressed their love for 
each other. The vicarious learning from the video could have encouraged caregivers 
in this study to spend more time with the patient. Through practice, the caregivers 
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might develop mastery of the skills and felt more comfortable and confidence in 
communicating with the patient. The verbal persuasion through the telephone follow-
up could have sustained the impact of the intervention. 
 
Previous studies on caregivers’ of disabled elders and people with dementia found 
that greater closeness was associated with lower level of depression (Yates, et al., 
1999; Chang, et al., 1998). The improved caregiver-patient relationship could 
contribute to reducing the negative impact of caregiving on caregivers’ psychological 
well-being such as depression (Chang, et al., 1998; Yates, et al., 1999). 
 
Despite the importance of caregiver-patient relationship, to the best of the 
researcher’s knowledge, there was only one pervious study that included this 
component in caregiver intervention (Kwak, et al., 2007). This highlighted this 
important component was often missed in many caregiver intervention studies.  
 
The increase in caregivers’ closeness with patient could result in higher perceived 
caregiving gains and rewards (Kwak, et al., 2007; Riedel, et al., 1998). Kwak et al. 
(2007) taught caregivers to express their feelings to the patients, and to have life 
reviews with the patient. The study reported that caregivers experienced significant 
improvements in caregivers’ gain at the end of the intervention. Another study in the 
literature also found that relationship with the patient could influence caregivers’ 
perceived rewards (Riedel, et al., 1998). Hence, in this present study, the increased 
closeness between caregivers and patient could have led to the greater perceived 
caregiving gains and rewards. 
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Self-efficacy in self-care 
The participants in the intervention group had significantly higher self-efficacy in 
self-care scale (SESCS), obtaining respite, and controlling upsetting thoughts, when 
compared to standard care group over the three time-points. The hypothesis that 
participants in the intervention group would have higher self-efficacy in self-care after 
the CCP was supported. 
 
The participants in the standard care group had significant decline in respite scores 
from baseline to posttest 1 and remained low till posttest 2. This suggested that over 
longer periods of time, participants’ in the standard care group felt that they were not 
able to obtain help for respite, which could also mean that other family members 
being less involved in the care over time.  
 
Previous studies on caregivers of patients with dementia (Au, et al., 2009; Gilliam & 
Steffen, 2006) and cognitively impaired patients (Steffen, Mckibbin, Zeiss, Gallagher-
Thompson, & Bandura, 2002; Zeiss, Gallagher-Thompson, Lovett, Rose, & 
McKibbin, 1999) suggested that caregivers with higher self-efficacy displayed lower 
depressive symptoms. In this study, SESCS was also found to correlate negatively 
with depression scores at all three time-points. The higher self-efficacy in the 
intervention group could have led to a reduction of depression scores in the 
intervention group.  
 
Within intervention group, there was an increase in self-efficacy in obtaining respite 
at all time-points. Self-efficacy for obtaining respite is essential for caregivers as they 
often experienced fatigue, exhaustion, and neglected own health in the process of 
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caregiving (Aoun, Kristjanson, Hudson, Currow, & Rosenberg, 2005; Mok, Chan, 
Chan, & Yeung, 2003). The ability to obtain some rest would be beneficial to 
caregivers to prevent burnout and exhaustion. The increased self-efficacy in the 
intervention group to obtain respite could be attributed to the CCP. The face-to-face 
discussion, care plan, video, and telephone follow-up, all encouraged caregivers to 
seek help from family members if they needed to. In the video, caregivers were 
reminded not to feel discouraged if the family member rejected them, and to try to 
obtain help from another family member.  
 
Literature review found only two studies which encouraged caregivers to involve 
family or friends in their caregiving role to obtain respite, but no significant results 
were found in these two studies between experimental and control groups (Hudson, et 
al., 2005; Hudson, et al., 2009). To the best of the researcher’s knowledge, the CCP in 
the current study is the first psychoeducation intervention that has an impact on 
caregivers’ self-efficacy in obtaining respite. Previous studies focused on provision of 
respite from healthcare services (Barrett et al., 2009; MacDonald, 1998). However, 
respite services were often rejected by most caregivers as they were unwilling to leave 
the patient (Harding & Higginson, 2001). A review of studies found that more than 
half the participants rejected respite services (Hebert & Schulz, 2006). However, 
family caregivers might be more willing to accept help from family members and 
friends than to send the patients to respite settings. Further, in Singapore and many 
Asian countries, obtaining respite as services from healthcare agencies could be 
limited, expensive and difficult. As Asian families placed great emphasis on family 
cohesiveness (M. O'Connor, et al., 2010; Sue & Sue, 2003), it was also expected that 
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other family members helped with the care of the patient. Hence, it was a positive 
finding that the CCP helped increased caregivers’ respite. 
 
An intervention study for family caregivers with dementia found that emotional and 
instrumental social support had a direct impact on self-efficacy for obtaining respite, 
(Au, et al., 2009). The increase in caregivers’ self-efficacy for obtaining respite could 
be attributed to caregivers’ increased social support.  
 
The present study found the participants in the intervention group had significant 
increase in scores for controlling upsetting thoughts subscale from baseline to posttest 
1 and 2. This subscale contains items such as thinking about the unpleasant aspects of 
caregiving, how unfair it is that they have to provide care for the patient, and losing 
the good life they had. Participants in the standard care group experienced a decline in 
overall self-efficacy in controlling upsetting thoughts over the three time-points. This 
decline was more prominent between baseline and posttest 1, and remained constant 
from posttest 1 to posttest 2. The decline in participants’ ability to control upsetting 
thoughts over time in the standard care group suggested that caregivers could 
experience increase in upsetting thoughts over time without any intervention.  
 
The present study found that caregivers’ self-efficacy in controlling thoughts had 
significant positive correlation with GCS at all three time-points. This might suggest 
that caregivers’ closeness with the patient could have helped mitigate the upsetting 
thoughts towards the negative aspects of caregiving. Thus, enhancing closeness 
between caregivers and patients should be an essential component in caregiver 
intervention. 
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The increase in ability to control upsetting thoughts in the intervention group could 
also be related to their increased ability to seek help from other people so that their 
personal life would be less affected by the caregiving, which results in less upsetting 
thoughts. A previous study had found that emotional and instrumental social support 
had an indirect impact on self-efficacy for controlling upsetting thoughts in caregivers 
of people with dementia (Au, et al., 2009). It could suggest that higher social support 
satisfaction and number could be related to higher self-efficacy for controlling 
upsetting thoughts.  
 
Although the CCP was able to help increase caregivers’ ability to control upsetting 
thoughts in the intervention group, the effect remained constant from posttest 1 to 
posttest 2. Future intervention could endeavour to develop strategies to sustain such 
effect.  
 
Rewards of caregiving 
The participants in the intervention group had significantly higher RC when compared 
to standard care group in all the posttests. The hypothesis that participants in the 
intervention group would have higher rewards of caregiving after the CCP was 
supported. 
 
Within intervention group, RC was found to increase at all posttests, whereas 
participants in the standard care group had no change in their RC. In this study, the 
participants in the intervention group could have learnt to focus on the positive gains 
of caregiving from the CCP. In the CCP, the video provided information on the 
positive gains of caregiving. Scenes of caregivers experiencing increased closeness 
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with patient and family members, and improvements in caregiving skills, were also 
shown in the video. During the telephone follow-up, caregivers were also encouraged 
to practice and focus on the positive gains of caregiver. Thus vicarious learning, 
verbal persuasion, together with personal mastery could have helped increase the 
positive gains of caregiving.  
 
Recent literature have started to focus on the positive aspects of caregiving, apart 
from the negative aspects, such as stress and care burden (Hunt, 2003). Folkman’s 
(1997) ‘stress and coping theory’ explained that positive psychological states were 
able to mitigate stressors. It is important to help caregivers identify rewards and gains 
from the caregiving journey as it could help caregivers have a more positive appraisal 
of the caregiving, and reduce its negative impacts (Hudson, 2003). In the Asian 
culture, caregiving of a loved one has commonly been perceived as a duty and 
obligation (Chow, 2009). Despite so, findings from the phase 1 study and the 
literature (M. Tang, 2011) concurred that caregivers were still able to express positive 
gains from caregiving.  
 
Thus far, few interventions for caregivers have emphasised on the positive gains and 
rewards of caregiving with positive results (Hudson, et al., 2005; Kwak, et al., 2007). 
Future psychoeducation interventions for caregivers should put more focus on the 
positive gain which is an important component of caregiving.  
 
Knowledge  
Caregivers’ knowledge on advance care planning (ACP), community resources, and 
managing death of patient were evaluated. The participants in the intervention group 
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had significantly higher knowledge when compared to standard care group in all the 
posttests.  The hypothesis that participants in the intervention group would have 
higher knowledge after the CCP was supported. 
 
Within the intervention group, there was an increase in knowledge scores at all time-
points. In the CCP, the participants were given information on ACP and community 
resources (local community help, home help services, respite care, and bereavement 
support), signs of dying, and what to do when the patient passed on. The qualitative 
data also supported that the participants had acquired knowledge on community 
resources and the signs of dying from the CCP. These information could have led to 
their increase in knowledge.  
 
The study also found the CCP had a longer-term impact on increasing knowledge as 
there was significant increase in scores between posttest 1 and posttest 2 in the 
intervention group whereas the standard care group remained constant. This could be 
attributed to the telephone follow-up at 6th week, where participants in the 
intervention group were constantly encouraged to ask questions that were on their 
minds, and to clarify their doubts.  
 
From the qualitative interviews, it was found that majority of the participants were not 
aware of community resources available prior to the CCP. The participants regarded 
that the CCP had provided useful information for them to refer to when they needed 
such help, even though they might not require those information at present moment. 
This study asserted that information on community resources is important to 
caregivers. Such information should be provided at the earlier stage, for example, 
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upon admission to the home hospice care, so that caregivers could use the information 
when needed.  
 
The study suggested that those participants who did not have prior experience in 
caring for a dying patient found the knowledge on the signs of dying particularly 
useful. This helped them be aware that there were signs which indicated the patient’s 
end was near. Even though these information could be available in books and the 
internet, they felt that this information provided could save their time in searching. 
They also believed that the information provided was reliable since it came from a 
healthcare worker. The findings in the present study were similar to a study on 
bereaved caregivers which they reported that they wanted information on the dying 
process, as it would have helped them knowing that the symptoms they witnessed 
were part and parcel of the dying process (Terry, Olson, Wilss, & Boulton-Lewis, 
2006).  
 
The participants in the present study also said that knowing the signs of dying enabled 
them to be prepared for the imminent death of the patient when they saw the signs. 
This concurred with findings from a systematic review that caregivers wanted 
information on disease progression (Docherty, et al., 2008). Hence, caregivers should 
be provided with such knowledge so that they understand the signs of patients’ 
disease progression, and be prepared for the patients’ decline and death. 
 
Although most participants welcomed the knowledge on the signs of dying, one 
participant in the present study felt scared after knowing the signs. This suggested that 
although the information on the signs of dying was desired by many caregivers, 
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nurses have to assess the caregivers’ readiness to receive such information and deliver 
such knowledge with sensitivity, as some caregivers may not be ready to receive such 
information.  
 
The participants in this study found the information on ACP useful, but few had 
discussed ACP with the patient. This was similar to a previous study in Singapore 
which reported that ACP is not widely practiced (R. H. L. Ng, 2009). The participants 
in the present study provided two main reasons for not discuss with the patient. Firstly, 
they believed medical care should be decided amongst family members without 
patient’s involvement, and secondly, they found it depressing to bring up the topic 
with the patient.  
 
Such reaction was consistent with the literature which also found that Asian families 
typically made medical decisions for the patients, and that open discussion on medical 
treatments, death and dying were avoided by families in Chinese communities as 
these were considered taboo subjects. They were also afraid of invoking bad luck by 
discussing these topics (M. O'Connor, et al., 2010). There is a need to find ways to 
overcome the taboo. 
 
Regarding the reason that caregivers in the present study found the discussion on ACP 
being depressing, a systematic review concurred that perceived distress regarding 
such discussions was one of the barriers to ACP (Ramsaroops, Reid, & Adelman, 
2007). As the topic on ACP could be sensitive when the patient is in at the end-of-life, 
literature suggested that such discussions be made when the patient’s condition is well 
(R. H. L. Ng, 2009). Future intervention could suggest this strategy. 
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In the present study, although the participants did not implement ACP with the 
patient, they expressed in the qualitative interviews that they wanted to know more 
about ACP so that they could implement it for themselves in future. ACP could be 
more accepted by the younger generations in Singapore who would have a better 
understanding of ACP. 
 
Evaluation on the components of the intervention 
At the end of the programme, the participants were asked to provide feedback on the 
CCP intervention. The findings find the majority of participants regarded the video 
most useful, while the remaining were split between the telephone follow-ups and the 
information provided.  
 
Video 
The video was the component of the CCP which had the highest preference from the 
participants. The participants liked the visual and audio aspects of the video, which 
enabled them to have a better understanding of themselves, the caregiving experience, 
and the patients’ plights. Further, they could view the video repeatedly and it aided 
better retention of the information given. Further, many of the participants in the 
present study favoured the video as they did not like to read.  
 
Although studies (Clark and Lester, 2000; Duggleby, et al. 2007; Gallagher-
Thompson, et al. 2010; Williams et al. 2010) have found that the video-based 
intervention had positive impact on the participants, no study has evaluated 
participants’ perspectives of the video as a programme delivery tool. The present 
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study was the first RCT study in the area of palliative care, and added on to the 
literature on the benefits of a video as the main intervention tool. 
 
Clark and Lester (2000) have found that the video as a sole intervention tool was 
equally effective with or without a discussion thereafter. However, the impact of the 
video as a sole intervention tool has not been widely evaluated as the video has 
always been used as one of the components in psychoeducation programmes 
(Gallagher-Thompson, et al., 2010; Williams, et al., 2010). In the present study, the 
CCP was a multi-component intervention. It was not known if the video alone without 
the other aspects of the intervention, such as the face-to-face discussion after the 
video, and the telephone follow-ups, could lead to positive intervention outcomes. 
Further studies could explore the effectiveness of the video component only compared 
with the entire components of the CCP.  
 
Some participants shared that they wanted to share the video with other family 
members as they found the video useful. However, the participants commented that 
other family members were less interested in the video, and attributed it to their lesser 
involvement in caregiving. Although in Asian culture family members depended on 
each other for support (Sue & Sue, 2003), their level of involvement in the caring for 
the patient could be different. In this study, only caregivers who spent at least 20 
hours with the patient a week were recruited into the study. Caregivers who had 
greater involved in the caregiving could better identify with the scenes and issues 
mentioned in the video, thus found the video useful.  
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Care plan 
One of the components of the CCP intervention was a care plan which was developed 
by the caregivers together with the researcher. However, feedback from the 
participants found that many did not find it useful. They felt that the care plan was a 
repetition of the video content or their process of problem-solving, or they had other 
methods of solving-problems which were not included in care plan. Some participants 
felt that they were too busy with their caregiving role to have additional time to read 
the care plan. A review of literature found that Hudson et al.’s (2005) study also used 
a care plan in their intervention. However, there was no evaluation of the care plan 
from the participants’ perspective. 
 
However, some participants who had used the care plan took it as a guide for 
reflection, or for discussion with family members on problems they might face in 
future. This suggested that the care plan could still be useful in providing important 
points for caregivers to reflect on their caregiving role. The literature supports that 
reflection could be useful for caregivers to review their challenges and the positive 
aspects of caregiving (Duggleby, et al., 2007). Future improvement to this current 
intervention could include encouraging caregiving to use the care plan for daily self-
reflection on their problems faced, and to write or audio-record their reflections. 
 
Telephone follow-up 
Most participants welcomed the telephone follow-ups and found it heartwarming to 
receive the care and concerns from the researcher, who has a nursing background. 
This finding concurred with the phase 1 study where caregivers welcomed and were 
appreciative of the concerns and support from staff from the healthcare organisations.  
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In the present study, the telephone follow-ups could also be a contributing factor to 
the sustained impacts of the CCP on outcome measures at 8th week. It enabled the 
researcher to know if the participant had commenced the care plan, and taken 
strategies for self-care and communication with patient, and enabled the researcher to 
provide the participants with further knowledge on caregiving. The findings of this 
study concurred with the literature which emphasised the use of a telephone follow-up 
to evaluate plans, remind caregivers on self-care (Hudson, et al., 2005), and boost 
previous teachings (S. Walsh & Schmidt, 2003). Hence, telephone follow-ups could 
possibly be used to sustain the impacts of an intervention. Nevertheless, further 
studies would need to be conducted to evaluate the longer-term impacts of the CCP 
with and without telephone follow-ups.  
 
During the qualitative interviews, caregivers expressed that telephone calls from the 
hospice staff usually revolved around the patient, and there was little concern for the 
caregivers. Thus they found the CCP very useful as the calls focused mainly on the 
caregivers, and enabled them to share their emotional problems. Further, the 
participants also found the telephone follow-ups useful as they could ask questions 
regarding caregivers, and clarify their doubts on care provision. Two studies which 
evaluated the use of telephone support found that caregivers had reduced depression, 
despair, and disorganisation, despite the deterioration of the patients’ condition 
(Kilbourn, et al., 2011; S. Walsh & Schmidt, 2003), and attributed the outcomes to 
caregivers being able to share their emotions and problems through the telephone 
follow-ups. The present study also supported the effectiveness of telephone follow up. 
It is recommended that regular telephone calls to show concern to the caregiver 
should be provided as part of routine hospice care.   
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Although most caregivers in the present study were supportive of the telephone 
follow-ups, two participants did not favour these phone calls. One participant felt that 
she did not have the time to talk on the phone as she was often busy with caregiving. 
This could suggest that even though caregivers might appreciate telephone calls, some 
might not be able to talk on the phone as they were busy. Future support measures for 
these caregivers could endeavour to use text messaging which they could reply at 
their own time.  
 
Another caregiver felt that the telephone follow-ups was not necessary as she had 
many siblings to confide in. Hence, caregivers’ own resources could influence their 
preference of telephone follow-ups. Thus healthcare workers need understand if 
caregivers would like to receive support through telephone calls as there could be 
caregivers who did not prefer such support. 
 
Online forum 
In this study, an online forum was created to increase caregivers’ social support and 
caregivers’ knowledge on caregiving. However, the caregivers’ participation in the 
online forum was found to be poor. This was despite reminders to caregivers to visit 
and join the forum during telephone follow-ups.  
 
From the qualitative interviews, some caregivers said that they were too busy and did 
not have time to visit the forum. A barrier for posting in the forum could be that 
caregivers had to make a conscious effort to enter the forum on a computer and join 
the forum before they could make a post. Some participants expressed that they did 
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not participate due to reasons such as not being frequently on the computer, or that it 
was not convenient to access to internet.  
 
Although many studies have discussed the benefits of online support groups 
(Ferguson, 1997; Klemm & Noland, 1998; White & Dorman, 2001), only one study 
has evaluated the impact of such online support groups (Sundquist, et al., 2009). 
Sundquist et al. (2009) found benefits in the use of online social support for cancer 
caregivers. However, the study had a small sample size of only 12 participants, and 
only caregivers who were involved in the online support group were recruited. In the 
present study, the caregivers had no prior commitments to the online forum in the 
CCP. Besides the online forum, the CCP consisted of other components such as the 
video, written information, face-to-face session, and telephone follow-ups. Hence, 
participants in this study could have participated in the study due to their interest in 
the other components of the intervention. Also, participants in this study could have 
little interest in internet forums, compared to some previous study (Sundquist, et al., 
2009) where participants were already involved in the forum. 
 
In the present study, the mean age of the participants was 50.5 years old (SD=11.5) 
for the interviewed participants, and 47.2 years old (SD=11.8) for the entire study. 
Two-thirds of the interviewed participants were from the baby boomers generation 
born between 1946 and 1964 (aged 49 to 67) (Loomis, 2000). The literature suggested 
that although the participants from the baby boomers generation knew how to use the 
computer and the internet, they did not favour such use (Rodriguez, Green, & Ree, 
2003). The participants in this study were mainly older adults, and only about half the 
participants had a tertiary education. Past literature suggested that older people, 
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people with lower education, and lower income status were less inclined to use the 
internet (Bucy, 2000). Future studies could further investigate the trends of using 
online forum among different generations and education status. 
 
Another study conducted in Singapore found that Singaporeans believed that 
problems should be solved within the family, and seeking help from others would 
result in a loss of ‘face’ (Ow, 1999). Hence, the fear of losing ‘face’ could have posed 
a barrier to participants in the present study from asking questions or discussing 
personal issues in the online forum. These finding were different from studies 
conducted in the US which found that online forums allowed for discussion of taboo 
or embarrassing topics due to its anonymity, and enabled people to have greater self-
disclosure and honesty (Ferguson, 1997; White & Dorman, 2001). Thus cultural 
difference in handling personal issues might have influenced the participants’ 
behavior in using online forum.  
 
None of the participants in the present study shared information as they felt they felt 
they had nothing to share. This could be due to barriers to sharing knowledge, such as 
fear of criticism, fear of misleading other members if they perceived their knowledge 
to be incomplete, and lack of knowing how to share their knowledge (Ardichvili, Page, 
& Wenting, 2003). Hence, participants in the present study perceived themselves as 
having nothing to share even though they possessed knowledge which could 
potentially benefit others. Some participants were reserved from sharing on the forum 
as it was not their character to share publicly and they believed they were more 
private people. Hence, personal characteristics could also be a barrier to sharing in 
online forums. 
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Although the participants did not participate in the online forum, many expressed that 
the forum could be potentially useful if more people were willing to share in the 
forum. Future online forums could consider making it more convenient for caregivers 
by accessing the forum through mobile phone applications, and re-evaluate the 
effectiveness of the forum. 
 
Future improvement of the CCP 
In this study, the participants provided suggestions for future improvement of the 
CCP through the qualitative interviews. They suggested that the CCP should be 
provided at the early stages of the patients’ illness, or when the patient was first 
diagnosed with cancer. They felt that it was the period whereby they were most 
uncertain of their caregiving role, and needed most help to cope with the situation. 
Also, this was also the period where they started searching for information on 
community resources available for help.  
 
In the present study, the CCP was introduced to caregivers in home hospice care, 
which meant that the patients were in the terminal phase of their disease. The patients 
in this study had been diagnosed for an average of 19.7 (SD=25.2) months, and had 
been with the home hospice for an average of 3.3 (SD=6.3) months. The participants 
were left on their own to care for the patient until they were referred to the hospice 
care, or dependent on information provided by the hospital when the patient was 
hospitalised or when they visited the doctor for regular check-up. 
 
However, information provided by the hospital and doctors could vary. Currently 
there no standardised intervention in Singapore to help caregivers to cope with 
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caregiving, stress and negative emotions. Literature recommended that palliative care 
should commence immediately after the patient has been diagnosed with advanced 
cancer (Kaplan, 2012). The WHO also emphasised that palliative care should not 
focus only on patients, but also their families (World Health Organization, 2009). 
Hence, it is recommended that the CCP intervention could be made available to 
caregivers at an earlier stage, such as during the caregivers’ first meeting with the 
palliative care team. 
 
Although the participants in the present study did not join the online forum, they 
expressed through the interviews that believed that starting a support network for 
caregivers was important. Many proposed holding a face-to-face group meeting, even 
though many felt that they might not have time to go for the meetings. Some 
expressed that they would make the time and effort to go for the meetings. Hence, 
barriers to face-to-face group meetings could lie in caregivers’ time constraints to join 
the meetings.  
 
To start a caregiver support network, one participant in the present study suggested 
having a befriender to make regular calls to the caregivers, and to invite the caregivers 
to the group meeting after some rapport has been established. This suggested that 
face-to-face group meetings could be beneficial to caregivers who are interested in 
such meetings. Other suggestions from the participants in the present study included 
promoting communication amongst caregivers through mobile phone application 
which enabled group text conversations, as they found it more convenient to access 
group conversations through phone applications rather than the computer.  
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The use of a support network for caregivers in palliative care through phone 
applications has not been reported in literature. However, a number of mobile phone 
applications have been used in other areas of healthcare, such as monitoring 
functional mobility of the elderly, personal wellness management, and weight 
management (Plaza, L, Martin, & Medrano, 2011). In Singapore, more than half of 
Singaporeans used a smartphone (Alexander, 2012). However it is important to note 
that the use of smartphones application is more prevalent in the younger generation. 
Future studies could endeavour to evaluate the potential of using phone applications 
to create a support network for caregivers. 
 
The CCP intervention in the present study provided information on community 
resources and websites. Information was also provided in text format in the video and 
on hardcopies. Some caregivers in the interviews proposed providing such 
information via audio or animated video format as they did not like to read words. 
The current CCP could be improved by including pictures or animation in the video 
with voiceover, instead of putting them in plain text. The caregivers’ preference for 
audio and visual formats could also suggest that caregiver forum or proposed phone 
application should have a function to read out posts in text form, and to allow 
caregivers to post using audio recording. Hopefully it could be more convenient and 
encourage more participation and usage. 
 
Apart from improvements to the CCP, some participants suggested improvement for 
caregivers’ support in the community. They believed that caregivers who needed help 
were often too stressed to be in a right frame of mind to source for help. The majority 
of the caregivers did not know where to seek help before they were referred to the 
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home hospice service which linked them up to such services. The participants in the 
present study proposed a one-stop support centre for caregivers to have easy access to 
all the available support and services.  
 
In Singapore, resources for caregivers are currently present but scattered. There are 
community helps such as the Agency for Integrated Care which provides financial 
assistance for those from low income groups, and medical care services for frail 
elderly at their homes (Agency for Integrated Care, 2013c). The Sunlove home 
provides home help services (Sunlove Home, 2002), and Fei Yue Community 
Services provides counselling (Fei Yue Community Services, 2004). These are some 
examples of services available in the Singapore community. All these agencies 
provide different types of services, and it would be difficult for caregivers who have 
little knowledge of community services to know which agency to seek help from. 
Hence, at a national level, a one-stop referral point at all government healthcare 
services would be useful so that the caregivers and patients could receive all the 
needed services in one centre. 
 
Strengths of study 
The development of the CCP in this study was based on the literature on needs of 
caregivers of a terminally ill person, and the findings from phase 1 study which aimed 
to understand the QoL and experiences of caregivers of a person with advanced 
cancer. This enabled the researcher to build an evidence-based intervention which is 
relevant to Singapore context. The CCP in this study was validated by local experts in 
the field of palliative care and former caregivers. Such validation ensured the 
feasibility of the CCP, and that the CCP met the needs of caregivers in Singapore. 
	   430 
 
The strategies used in the CCP was based on the self-efficacy theory (Bandura, 1986). 
This study was the first of its kind which adopted self-efficacy theory to develop the 
intervention. Previous studies have used other theories such as the Lazarus and 
Folkman’s stress appraisal (Hudson, et al., 2005), and problem-solving skills 
(Cameron, et al., 2004). This study found self-efficacy theory was appropriate to 
support an intervention for Asian caregivers of a person with advanced cancer. The 
intervention had positive impacts on all the outcome measures in this study. 
 
All components of the CCP was conducted by one researcher following a 
standardised intervention protocol. This helped maintaining consistency in 
intervention delivery, eliminating discrepancies which might occur if the intervention 
was delivered by more than one researchers. This enhanced the internal validity of the 
study.  
 
A RCT design was used in this study. This ensured that participants were randomly 
allocated to the “standard care” or “intervention” group, thus reducing study bias due 
to methodological reason. The research assistant who collected data for the posttests 
was blinded to the participants’ group assignment and not part of the study team. This 
further eliminate bias during data collection from the knowledge of their study groups 
or having personal interests in the outcomes of the study from being part of the study 
team. 
 
The outcomes of this study were measured at three points including baseline (T1), the 
short-term impact of the intervention at 4th week (T2), and the longer-term impact of 
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the intervention at 8th week (T2). The longitudinal follow-up enabled the researcher to 
understand both the short-term and longer-term impact of the intervention. 
 
Missing data in this study was managed by intention-to-treat (ITT), using the carry-
forward of last observed data method. As participant dropout was common in 
longitudinal studies, the use of intention-to-treat minimised selection bias of 
participants’ data analysis, retain sample size, and maintain statistical power to 
provide a better estimate of the intervention effect (Molenberghs, et al., 2004).  
 
Finally, this study collected both quantitative and qualitative data to evaluate the 
effectiveness of the psychoeducation intervention on family caregivers of a person 
with advanced cancer. The design helped strengthen and substantiate the validity of 
the study findings (Tashakkori & Teddlie, 1998). Quantitative data enabled the 
researchers to obtain statistical evidence on the impact of the CCP on study outcomes. 
Qualitative data provided an in-depth understanding of participants’ perception and 
benefits from the CCP, and how they felt the CCP could be improved. The qualitative 
data also helped to clarify the underlying mechanisms and components of the CCP 
which were responsible for the effects on the outcomes, which could not be captured 
by quantitative measures. Further, the qualitative data enabled us to understand the 
strengths and limitation of each component of CCP, so that the CCP could be further 
improved to better meet the needs of caregivers in the future.  
 
Participants in this study have also suggested areas for improvements, such as 
providing the CCP at early stage of patients’ illness, starting a caregiver support 
network, preference for provision of information via video or audio method, and easy 
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access to community support sources. These comments provided important 
information to improve the CCP intervention to offer greater support to caregivers. 
 
Limitations of study 
The CCP was conducted in English, and only participants who understood English 
were recruited into the study. Although English is the common language amongst 
Singaporeans, there were non-English speaking caregivers who were likely to be 
older caregivers or caregivers with lower education status. The exclusion of these 
caregivers from the study could result in sample bias.  
 
This study included only caregivers who were referred by the home hospice nurses, or 
attended the caregiver psychoeducation classes conducted by the hospices, or those 
who visited the outpatient clinic at the National Cancer Centre. A random sampling 
method of all caregivers could not be conducted, which might lead to selection bias 
on participant characteristics in this study. Also, the majority of participants in the 
study were recruited from the caregiver psychoeducation classes, and these caregivers 
were more likely to be people who were more dedicated to the caregiving role to take 
time out to attend the classes. Hence, generalisability of the study findings could be 
limited. However, as a RCT design with a standard care group was used in this study, 
study bias could have been reduced. 
 
Methodological weaknesses could also related to the small sample size, coupled with 
the high dropout especially at 8th week, which limited the generalisability of the study. 
This further reflected the difficulty in conducting longitudinal studies in caregivers of 
patients with advanced cancer. Hence, studies in caregivers of persons with advanced 
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cancer have to estimate a higher percentage of dropout in the calculation of study 
sample size. A larger study could be conducted to strengthen the evidence of the 
impacts of the CCP on caregivers. 
 
Although the use of double-blind experiment would be ideal, this was not possible in 
this study (Polit & Beck, 2013). The person who collected the posttests was blinded to 
group allocation, however, the participants were aware of the study groups they were 
allocated to. The participants were informed that the aim of the study was to evaluate 
a psychoeducation intervention on caregivers’ outcomes, and the intervention group 
knew the components of the CCP intervention. The significant improvement of the 
intervention group on outcome measures when compared with the standard care group 
might be due to Hawthorne effect, whereby knowledge of being a study participant 
could cause people to change their behaviour. It was also acknowledged that a 
double-blind approach is not always feasible in many nursing studies as nursing 
interventions were often difficult to disguise (Polit & Beck, 2013). Thus, a qualitative 
interview was also conducted in this study for participants in the intervention group to 
gain an in-depth understanding of the CCP from their perspective.  
 
The CCP was a multi-component intervention. The present study did not evaluate the 
effect of individual components such as the video, care plan, face-to-face session, 
telephone follow-ups, and online forum of the CCP. It is not known if individual 
components or a combination of a few components of the components would yield 
similar results. Future studies could attempt to evaluate the effectiveness of the CCP 
comprising of various combinations of components. 
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Clinical implications 
The CCP proved to be an effective psychoeducation intervention for caregivers of 
home hospice care, as participants in intervention group showed significant 
improvement in QoL, social support satisfaction and number, stress and depression, 
self-efficacy in self-care, closeness with patient, rewards in caregiving, and 
knowledge. The CCP should be provided to all caregivers as part of standard care.  
 
The CCP comprised of a video, a face-to-face session with the development of the 
care plan, two telephone follow-ups, and an online forum. The video, written 
information, care plan, and the online forum produced for this study are readily 
available to all hospice organisations and inpatient oncology settings. The online 
forum could be managed by the researcher. The researcher could also train the nurses 
on the use of the CCP.  
 
The provision of the CCP included previewing the video with the caregiver, and 
providing discussion on the care plan. One feasible way to ensure the continuity of the 
CCP after this study is to incorporate the CCP into caregiver training classes 
conducted by the home hospices. Caregivers who attend the caregiver training class 
could view the video during the class and be provided with the caregiver care plan, 
followed by a group discussion on coping strategies could be conducted. The video 
could also be offered to the hospice organisations to distribute to the caregivers.  
 
There could be difficulties in the provision of telephone follow-ups by nurses in the 
hospice organisations using existing manpower. This barrier could be overcome if 
there are additional resources to hire a nurse to provide telephone follow-up for the 
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caregivers. A cost effectiveness analysis could be conducted to evaluate the benefits 
of hiring an additional nurse to provide telephone follow-up for caregivers In addition, 
the effectiveness of the CCP with and without telephone follow-ups could also be 
evaluated.  
 
The video could also be distributed to inpatient oncology units. This could be a way 
the video could be shown to the caregivers at an earlier stage, for example, before the 
patients are discharged from the inpatient oncology units and transferred to the care of 
the home hospices. The nurses or counsellor could introduce the video to the 
caregivers when they visit the patient in the inpatient hospital.  
 
Literature suggested that psychoeducation interventions need to emphasise on 
caregiver-patient communication and increasing closeness as this was seldom 
addressed in interventions for caregivers (Allen, et al., 2008; Kwak, et al., 2007). This 
component was included in this study, and participants expressed that they enjoyed 
the improved relationship and increased closeness with the patient. Nurses could 
strongly encourage caregivers to consciously spend time with the patient, 
communicate with the patient, and to encourage life reviews. 
 
The use of the video as an information delivery tool was well-received by the 
caregivers. The caregivers found the visual and audio aspects of the video appealing. 
This further supports the use of videos in future interventions for caregivers and 
patients. In this study, caregivers also expressed that they were able to identify with 
the caregiver and scenes in the video, which made them interested to know more 
	   436 
about ways to manage the situation. Thus, it is important that the targeted audiences 
of the video were able to identify with the issues and scenes in the video. 
 
Most participants in the present study also expressed their preference for the 
telephone follow-up. They found it heartwarming to receive calls from a healthcare 
professional, showing concern to them. Although nurses often communicate with 
caregivers, their topics usually revolved around the patient, and the needs of the 
caregivers were often neglected. Thus, nurses need to know that apart from the patient, 
they need to show concern for the caregivers, and to care for their needs.  
 
The poor participation in the online forum suggested that the use of an online forum 
was not ideal for caregivers at this stage. The participants largely expressed that they 
were too busy to visit the forum, or there were technological barriers, or that they did 
not feel comfortable sharing in an online forum.  
 
Nevertheless, caregivers expressed that starting a caregiver support network was 
important. The support network could be in the form of face-to-face meetings for 
caregivers who were able to meet-up. For caregivers who were unable to meet-up, the 
use of technology such as mobile phone applications could be used to enable 
caregivers to support one another. Mobile phone applications could be developed to 
provide a platform for caregivers to interact and provide support for one another. 
 
Much improvement could be made to the nursing care provided to caregivers in 
Singapore. The participants have suggested the setting up of a one-stop centre where 
caregivers could access to all types of community services available in Singapore, and 
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participate in caregiver support groups. If such one-stop centre was available, it could 
also be a place for the CCP to be introduced to caregivers. 
 
Finally, the use of the Bandura self-efficacy theory was found to be a useful theory in 
guiding the development of a psychoeducation intervention for caregivers of a person 
with advanced cancer. The self-efficacy theory could be used in the development of 
future psychoeducation interventions for both caregivers and patients. 
 
Recommendations for future research 
In this study, the CCP was conducted in English. Thus, the video and care plan 
component of the CCP could be translated to other languages to cater to non-English 
speaking caregivers. The majority of caregivers were Chinese. Thus, future studies 
could further evaluate the impact of CCP on different ethnic groups.  
 
A larger RCT could be conducted to evaluate the impact of the CCP. Similar to other 
studies (Hudson, et al., 2005; K. Walsh, et al., 2007) conducted on caregivers of 
hospice patients, significant attrition was observed in the present study due to death of 
patient. Future studies could allow for over optimistic prognostication of patient as 
inclusion criteria, or include patients’ functional status as a criteria (Schildmann & 
Higginson, 2011).  
 
In this study, higher attrition was found in younger caregivers, which could be 
attributed to the higher caregiving burden and greater difficulties faced by younger 
caregivers in caregiving. Further studies are needed to understand needs of younger 
caregivers to provide better support for them. 
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The study followed up the participants till 8th week after the intervention. It was not 
known if the intervention effect carried on for caregivers of surviving patients. Future 
studies could survey caregivers monthly till the patient passed on. Further, when 
caregivers had better outcomes in this study, they might be able to provide better care 
for the patients. However, patient outcomes was not measured in this study. Thus, 
future studies could include measuring patient outcomes to understand the impact of 
caregivers’ outcomes on patients. 
 
In this study, the first face-to-face session of the CCP was delivered in a one-to-one 
format. Future studies could evaluate the effective of CCP using a group format. 
Conducting the face-to-face session through a group format might reduce manpower 
required to conduct the intervention. Through the group format, caregivers could also 
have an opportunity to interact and provide support for one another. Further studies 
could also explore the effectiveness of the video component without the telephone 
follow-ups. 
 
This study only included caregivers of a patient with cancer diagnosis. Future studies 
could attempt to extend the CCP to caregivers of non-cancer patients receiving 
hospice care. However, it is noteworthy that needs of caregivers of non-cancer 
patients could differ from cancer patients due to the difference in illness trajectory 
(Connell et al., 2011), as well as the differences in caregiving burden from various 
types of non-cancer diagnoses (Townsend, Ishler, Shapiro, Pitorak, & Matthews, 
2010). Thus, changes to the CCP content is required to tailor the intervention to the 
needs of the specific groups of caregivers. 
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The CCP could also be extended to caregivers of patients receiving palliative care but 
not in home hospice care, as participants have expressed that they would appreciate 
having the intervention delivered at an earlier stage of the patients’ illness. This could 
be done by sharing the intervention with the oncology teams and palliative care teams 
in the hospitals, who would have an earlier contact with the caregivers. Caregivers 
could be given the video to learn the strategies on coping with stress, negative 
emotions, and communication.  
 
Finally, the CCP could be extended to, and evaluated at other centres in Asia and 
other regions. This would enable us to further conclude the effectiveness of the CCP 
for caregivers of persons with advanced cancer, or terminally ill persons with non-
cancer diagnosis.  
 
Summary 
This present study is the first clinical evaluation of a psychoeducation intervention in 
Singapore and the Asian region for caregivers of a person with advanced cancer using 
a pilot RCT to examine the short-term and longer-term impact of the psychoeducation 
intervention at 4th week and 8th week respectively. The findings from this study 
showed that when compared with participants in the standard care group, participants 
in the intervention group had significantly higher QoL, social support, general 
closeness, self-efficacy in self-care, rewards of caregiving, knowledge, and lower 
stress and depression. From the process evaluation, participants expressed that the 
CCP increased knowledge in caregiving, reduced stress and negative emotions, 
increased social support, and improved relationships with the patient and other family 
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members. Given the positive outcomes of the intervention, the CCP has proven to be 
a very promising intervention for family caregivers of a person with advanced cancer.  
 
The CCP could be further improved based on the findings of this study. It could be 
incorporated into routine care. Future work could endeavour to extend the CCP to 
non-English speaking caregivers, caregivers of patients in the earlier stage of their 
cancer illness, as well as caregivers of non-cancer patients. The next chapter will 
summarise the findings from the two study phases. 
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Chapter 9 - Conclusion  
 
Caregiving of a person with advanced cancer takes a physical and emotional toll on 
family caregiver. These could lead to caregiver stress and emotional burden, resulting 
decline in caregivers’ quality of life (QoL). Hence, interventions need to be developed 
to help caregivers cope with the caregiving. Psychoeducation interventions have been 
found to be useful in helping caregivers cope with the stress and emotional impact of 
caregiving.  
 
The overall aim of this study was to understand the QoL of family caregivers, to 
explore the experience of family caregivers, and to develop and evaluate the 
effectiveness of a psychoeducation intervention, entitled ‘Caring for the Caregiver 
Programme (CCP)’, for family caregivers providing care for an adult with advanced 
cancer at home with a prognosis of 3-12 months. The study was conducted in two 
phases using a mixed method design.  
 
The phase 1 study explored the QoL and experience of family caregivers of a person 
with advanced cancer at home. A longitudinal design was used with 93 participants 
surveyed at baseline and 8th week. Nineteen participants were selected for an 
additional face-to-face interview at 8th week to understand their caregiving experience.  
Findings from the phase 1 study revealed that caregivers’ QoL remained constant 
overtime. Caregivers’ social support and religion, and patients’ age, functional status, 
and in-patient hospitalisation were predictors of caregivers’ QoL. The caregivers 
experienced stress and negative emotions during the caregiving.  
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Based on the phase 1 findings and literature, a psychoeducation intervention – CCP, 
was developed to help caregivers cope with the stress and negative emotions, and to 
improve caregivers’ QoL. Self-efficacy theory was used as the framework to support 
the development of CCP. The CCP incorporated a face-to-face meeting, video, 
individualised care plan, two telephone follow-ups, and online forum to facilitate 
personal mastery, vicarious experiences, verbal persuasion, and physiological 
feedback. The CCP was validated by experts in the field of palliative care and former 
caregivers to ensure that it was relevant to the needs of the caregivers in Singapore. 
 
In the phase 2 study, the effectiveness of the CCP was evaluated using both outcome 
and process evaluation. A pilot randomised controlled trial (RCT) was used to 
examine the short-term and longer-term impact of the CCP on caregivers’ outcomes 
at 4th and 8th weeks post intervention respectively. Eighty participants were 
randomised to the standard care group (n=42), and the intervention group (n=38). 
 
The findings supported that the CCP was effective in enhancing caregivers’ QoL, 
social support, general closeness, self-efficacy in self-care, rewards of caregiving, 
knowledge, and reducing stress and depression. Family caregivers expressed that they 
found the CCP beneficial as it increased their knowledge in caregiving, reduced stress 
and negative emotions, enhanced social support, and improved relationships with the 
patient and other family members.  
 
To the best of the researcher’s knowledge, this was the first psychoeducation 
intervention developed in the Asian and Singapore context with its effectiveness 
being evaluated using a mixed method design. Given the positive impacts of the CCP, 
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it is a very promising intervention for family caregivers of a person with advanced 
cancer. It could be incorporated in routine care and made available to all family 
caregivers in Singapore. The video, care plan, and online forum components of the 
CCP could be provided to the home hospice organisations to disseminate to the 
caregivers. Nurses of the home hospice organisations or palliative care settings could 
implemented the CCP with minimal training.   
 
In the future, the CCP could be conducted individually or in group for the face-to-face 
session with its impacts further evaluated. Group session would enable caregivers to 
discuss the content delivered in the CCP, and reduce resources required to deliver the 
CCP compared with individual session.  
 
The CCP could be translated to various languages and extended to non-English 
speaking caregivers, and caregivers of persons with various cancer stages and 
diseases types. Also, the CCP could be extended to, and evaluated at other centres in 
Asia and other regions. To enable caregivers to support each other, future 
interventions could explore innovative methods such as the use of phone applications 
to form online support groups. It could be more convenient for caregivers as they 
often had their phones by their side. 
 
Besides benefiting the caregivers, the CCP could lead to possible benefits for the 
patients the caregivers are caring for. If caregivers experience enhanced QoL and 
have a better appraisal of the caregiving, the patients may receive better care. Future 
studies could evaluate the CCP on both caregivers and patients’ outcomes. 
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The use of the self-efficacy theory in the development of CCP appeared appropriate. 
This framework could be used for future psychoeducation interventions for caregivers 
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Appendix 1a 
 
Caregiver Quality of Life Index Cancer (CQOLC) 
 
M.A. Weitzner, P.B. Jacobsen, H.J. Wagner, J. Friedland & C. Cox (1999) 
 
Below is a list of statements that other people caring for loved ones with cancer have 
said are important. By circling one number per line, please indicate how true each 
statement has been for you during the past 7 days. 
 
0 = Not at all     1 = A little bit   2 = Somewhat 
3 = Quite a bit    4 = Very much 
 
During the past 7 days: 











1. It bothers me that my daily routine is altered. 0 1 2 3 4 
2. My sleep is less restful. 0 1 2 3 4 
3. My daily life is imposed upon. 0 1 2 3 4 
4. I am satisfied with my sex life. 0 1 2 3 4 
5. It is a challenge to maintain my outside interests 
(hobbies). 
0 1 2 3 4 
6. I am under a financial strain. 0 1 2 3 4 
7. I am concerned about not having sufficient 
insurance coverage. 
0 1 2 3 4 
8. My economic (financial) future is uncertain. 0 1 2 3 4 
9. I fear my loved one will die. 0 1 2 3 4 
10. I have more of a positive outlook on life since 
my loved one's illness. 
0 1 2 3 4 
11. My level of stress and worries has increased. 0 1 2 3 4 
12. My sense of spirituality has increased. 0 1 2 3 4 
13. It bothers me, limiting my focus to day-to-day. 0 1 2 3 4 
14. I feel sad. 0 1 2 3 4 
15. I feel under increased mental strain. 0 1 2 3 4 
16. I get support from my friends and neighbours. 0 1 2 3 4 
17. I feel guilty. 0 1 2 3 4 
18. I feel frustrated. 0 1 2 3 4 
19. I feel nervous. 0 1 2 3 4 
20. I worry about the impact my loved one's illness 
has had on my children or other family member. 
0 1 2 3 4 
21. I have difficulty dealing with my loved one's 
changing eating habits. 
0 1 2 3 4 
22. I have developed a closer relationship with my 
loved one. 
0 1 2 3 4 
23. I feel adequately informed about my loved 
one's illness. 
0 1 2 3 4 
24. It bothers me that I need to be available to 
accompany my loved one to appointments. 
0 1 2 3 4 
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25. I fear the adverse effects of treatment on my 
loved one. 
0 1 2 3 4 
26. The responsibility I have for my loved one's 
care at home is overwhelming. 
0 1 2 3 4 
27. I am glad that my focus is on getting my loved 
one well. 
0 1 2 3 4 
28. Family communication has increased. 0 1 2 3 4 
29. It bothers me that my priorities have changed. 0 1 2 3 4 
30. The need to protect my loved one bothers me. 0 1 2 3 4 
31. It upsets me to see my loved one deteriorate. 0 1 2 3 4 
32. The need to manage my loved one's pain is 
overwhelming. 
0 1 2 3 4 
33. I am discouraged about the future. 0 1 2 3 4 
34. I am satisfied with the support I get from my 
family. 
0 1 2 3 4 
35. It bothers me that other family members have 
not shown interest in taking care of my loved one. 
0 1 2 3 4 
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Appendix 1b 
 
Chinese version of the Caregiver Quality of Life Index - Cancer (CQOLC)  
主要照顧者生活品質量表  
 
S.T. Tang, C. Li & C.C. Chen (2008) 
 
 
0 = 一點都沒有  1 = 一點點   2 = 有一些 
























1. 日常作息的改變，困擾著我。…………………………… 0 1 2 3 4 
2. 我的睡眠，變得較不安穩。……………………………… 0 1 2 3 4 
3. 我的日常作息被干擾，變得無法自主。………………… 0 1 2 3 4 
4. 我對我的性生活感到滿意。……………………………… 0 1 2 3 4 
5. 維持戶外活動的興趣，對我是一項挑戰。……………… 0 1 2 3 4 
6. 我有經濟的壓力。………………………………………… 0 1 2 3 4 
7. 我擔心我們的保險給付。………………………………… 0 1 2 3 4 
8. 我未來經濟狀況是不確定的。…………………………… 0 1 2 3 4 
9. 我擔心，我的親人會過逝。……………………………… 0 1 2 3 4 
10. 自從我的親人生病後，我對生命有更正向看法。……… 0 1 2 3 4 
11. 我的壓力與擔心有增加。………………………………… 0 1 2 3 4 
12. 我對心靈精神層面的感受有提昇。……………………… 0 1 2 3 4 
13. 只能將精神集中在每天的日常事務上，使我感到困擾。 0 1 2 3 4 
14. 我感到哀傷、憂愁。……………………………………… 0 1 2 3 4 
















15. 我從朋友與鄰居處，獲得支持。………………………… 0 1 2 3 4 




0 1 2 3 4 
18. 我對處理病人飲食習慣的改變，有困難。……………… 0 1 2 3 4 
19. 我與病人的關係更親密了。……………………………… 0 1 2 3 4 
20. 我覺得，我有適當充分地，被告知親人疾病的訊息。… 0 1 2 3 4 
21. 必須要隨時能接送病人就診，這點困擾著我。………… 0 1 2 3 4 
22. 我害怕，因治療所產生的副作用對親人的影響。……… 0 1 2 3 4 
23. 在家中照顧病人的責任，是超過我所能負擔的。……… 0 1 2 3 4 
24. 我很高興，能將注意力，集中在使親人健康恢復上。… 0 1 2 3 4 
25. 我們家人的溝通有增進。………………………………… 0 1 2 3 4 
26. 我的優先次序已改變，這點困擾著我。………………… 0 1 2 3 4 
27. 需保護病人，這點困擾著我。…………………………… 0 1 2 3 4 
28. 看著病人逐漸衰弱，讓我很苦惱。……………………… 0 1 2 3 4 
29. 需處理病人疼痛問題，讓我感到不勝負荷。…………… 0 1 2 3 4 
30. 我對未來不抱希望的。…………………………………… 0 1 2 3 4 
31. 對於家人所給我的支持，我感到滿意。………………… 0 1 2 3 4 
32. 其他家人，對照顧病人沒有興趣，這困擾著我。……… 0 1 2 3 4 
33. 其他家人，對照顧病人沒有興趣，這困擾著我。……… 0 1 2 3 4 
34. 其他家人，對照顧病人沒有興趣，這困擾著我。……… 0 1 2 3 4 
35. 其他家人，對照顧病人沒有興趣，這困擾著我。……… 0 1 2 3 4 
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Appendix 2a 
 
Social Support Questionnaire – Short Version (SSQ)  
 




The following questions ask about people (family/friends) in your environment who 
provide you with help or support. Each question has two parts. 
For the first part, list all the people you know, excluding yourself, whom you can 
count on for help or support in the manner described. Give the person’s initials and 
their relationship to you.  
 





4- a little 
satisfied 






If the best answer for a particular question is no one, put a tick in the bracket next to 
“No one”, but still rate your level of satisfaction.  
 
1. Who can you count on to distract you from your worries when you feel under 
stress? 
      4)             5)                               6) 
How satisfied overall? _______________ 
 
2. Who can you really count on to help you feel more relaxed when you are under 
pressure or tense? 
  4)             5)                               6) 
How satisfied overall? _______________       
  
3. Who accepts you totally, including both your worst and your best points? 
  4)            5)                               6) 
How satisfied overall? _______________  
      
4. Who can you really count on to care about you, regardless of what is happening to 
you? 
  4)             5)                               6) 






No one (  ) 1)  2)  3) 
No one (  ) 1)  2)  3) 
No one (  ) 1)  2)  3) 
No one (  ) 1)  2)  3) 
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5. Who can you really count on to help you feel better when you are feeling 
generally down-in-the-dumps? 
  4)             5)                               6) 
How satisfied overall? _______________       
 
6. Who can you count on to console you when you are very upset? 
       4)                        5)                               6) 
How satisfied overall?  _______________     
No one (  ) 1)  3)  3) 
No one (  ) 1)  2)  3) 
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Appendix 2b 
 
Chinese version of the Social Support Questionnaire – Short Version (SSQ)  
簡短社交支持量表  
 
S. Chan, B. Yip, S. Tso, B.S. Cheng & W. Tam (2009) 
 

















無人  £   1.                 2.                 3. 





無人  £   1.                 2.                 3. 





無人  £   1.                 2.                 3. 





無人  £   1.                 2.                 3. 
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5. 當你感到沮喪、心情不佳時，你會依靠誰來令你感到好過些？ 
無人  £   1.                 2.                 3. 





無人  £   1.                 2.                 3. 
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Appendix 3a 
 








Relationship to the patient:_______________________________________________ 
Education level: _______________________________________________________ 
Employment/profession:_________________________________________________ 
Presence of chronic illness (eg. hypertension, high cholesterol, diabetes): 
_____________________________________________________________________ 
Household income per capital:____________________________________________ 
Duration of caregiving (number of months):_______________________________ 







Diagnosis/date of diagnosis:______________________________________________ 
Duration with the home hospice:__________________________________________ 
Frequency and duration of in-patient hospitalisation in the last two months, and the 
reasons:______________________________________________________________ 
ECOG performance status:  
0 Fully active, able to carry on all pre-disease performance without restriction  
1 Restricted in physically strenuous activity but ambulatory and able to carry out 
work of a light or sedentary nature, e.g., light house work, office work  
2 Ambulatory and capable of all selfcare but unable to carry out any work activities. 
Up and about more than 50% of waking hours  
3 Capable of only limited selfcare, confined to bed or chair more than 50% of waking 
hours  
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Appendix 3b 
 












如有任何慢性疾病	  (例如高血压,	  高胆固醇,糖尿病)?:	  ________________________________	  
家庭收入(人均):	  _________________________________________________________________________	  
您是否曾長期協助照顧生病的家人或朋友？0£無.  1 £是，多長時間：       月 










0活跃 1能做基本工作	  2能走和照顾自己	  3限制床或椅子	  4完全不能照顾自己	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Appendix 4a 
 
Caregiving Demands Scale 
 
E.J. Emanuel, D.L. Fairclough, J. Slutsman, H. Alpert, D. Baldwin & L.L. Emanuel 
(1999) 
 
Please tick the box that best describes caregiving involvement: 
 
1: Caregiving in assistance for daily living in the past month 
        Not at all 
 
 Frequently 
        Occassionally  Always 
 
2: Caregiving in assistance for housekeeping in the past month 
        Not at all 
 
 Frequently 
        Occassionally  Always 
 
3: Caregiving in assistance for transportation in the past month 
        Not at all 
 
 Frequently 
        Occassionally  Always 
 
4: Caregiving in assistance for health care in the past month 
        Not at all 
 
 Frequently 
        Occassionally  Always 
 
5: Time spent in caregiving everyday in the past month 
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Appendix 4b 
 
Chinese version of the Caregiving Demands scale 
照顾者参与表   
 
S.T. Tang, C. Li & C.C. Chen (2008) 
 
























1£少於八小時    2£九~十六小時      3£十六~二十四小時 
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approval (phase 1) 
Approval Number: NUS 1350
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NUS INSTITUTIONAL REVIEW BOARD (IRB) 
APPROVAL CERTIFICATE 
A) Protocol Title: Quality of Life of Family Home Caregivers of People 
with Advanced Cancer in Singapore 
Principal Investigator: Ms Leow Qi He Mabel (Master's Student) 
Department: Alice Lee Centre for Nursing Studies 
Institution: National University of Singapore 
CO-Investigators: Prof Chan Wai Chi Sally, Dr Chan Moon Fai 
Sponsor (if applicable): -N.A.-
Research Site: Alice Lee Centre for Nursing Studies 
Yong Loo Lin School of Medicine 
National University of Singapore 
B)  Documents Reviewed 
Documents Document Date 
1. Research Protocol  Version 4,2 Jun 2011 
2. Letter of Invitation  Version 4,2 Jun 2011 
3.  Participant Information Sheet and Consent Form Version 4, 2 Jun 2011 
4.  Survey Questionnaire Version 1, 26 Apr 2011 
5.  Investigators' Curriculum Vitae 
C) The above-mentioned documents have been reviewed and have been approved on 6 
July 2011. The Board is organized and operated according to GCP guidelines, BAC 
guidelines and the applicable laws and regulations of Singapore. 
D)  Please note that: 
(1)  No subject should be admitted to the trial before MCRC issues the certificate for 
the trial (applicable for drug trials only). 
(2)  This approval shall remain valid until the completion of the research or 
notification of termination of the research, whichever is earlier. 
Page 1 of 2 	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Appendix 7a 
 
Participant information sheet and consent form (phase 1) 
	  
	  
PARTICIPANT INFORMATION SHEET  
& CONSENT FORM 
	  
	  
1. Project title  
Quality of life of family caregivers of people with advanced cancer in 
Singapore  
 
2. Principal Investigator and co-investigators: 
Primary Investigator 
Mabel Leow Qi He,  
MSc (Nursing) student, National University of Singapore, Alice Lee Centre 




Sally Chan Wai-Chi (Supervisor),  
Professor and Head, National University of Singapore, Alice Lee Centre for 
Nursing Studies.  
Tel: 65165088 
 
Chan Moon Fai (Co-supervisor),  
Assistant Professor, National University of Singapore, Alice Lee Centre for 
Nursing Studies.  
Tel: 65163117 
 
3. What is the purpose of this research?   
You are invited to participate in a research study. This information sheet 
provides you with information about the research. The Principal Investigator 
or her representative will also describe this research to you and answer all of 
your questions. Read the information below and ask questions about anything 
you don’t understand before deciding whether or not to take part. 
 
The purpose of the research is to understand the determinants (factors) 
affecting quality of life of hospice home caregivers of a person with advanced 
cancer. We would like investigate the relationship between caregivers’ 
demographic characteristics, patients’ characteristics and caregiving demands, 
social support, and spirituality, with caregivers’ quality of life.  
 
This study comprises a survey questionnaire component and a face-to-face 
interview component for selected participants.  
 
4. Who can participate in the research? What is the expected duration of my 
participation? What is the duration of this research? 
You will be eligible for to participate in this research if you are:  
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• A primary home caregiver and family member of a person who is 
diagnosed with cancer diagnosis; and 
• The patient has a prognosis of 3-12 months as determined by the primary 
physician; and 
• 21 years old and above; and 
• Able to communicate in English or Chinese (Mandarin).  
 
You will not be eligible for to participate in this research if you are:  
• A caregiver with any known cognitive impairment or mental illness; or 
• A caregiver of a terminally ill child (below age 21) ; or 
• A domestic helper; or 
• You do not wish for your interview to be audio-recoded if you are selected 
to participate in the interview session.  
 
You will be withdrawn from the study if any of the following occurs: 
• You choose to withdraw from the study; or 
• The person in which you are caring for pass away or is sent to an inpatient 
facility permanently 
 
You  will be involved in 2 surveys. 21 participants from the study will be 
invited to participate in an additional face to face interview. Each survey will 
take about 30-45 minutes of your time. The face-to-face interview will take 
about 30-60 minutes. The research study will be conducted over 1 year. 
 
5. What is the approximate number of participants involved? 
104 participants will be involved in the survey study. 21 participants will be 
involved in the interview. 
 
6. What will be done if I take part in this research? 
You will be requested to fill up a set of questionnaire survey form twice. The 
first survey will be done upon signing the consent form, and the second survey 
will take place about 2 months later. For participants who participate in the 
face-to-face interview, the interview will be audio-recorded.  
 
If you are invited to participate in the interview, you will be informed after the 
first survey. The survey and face-to-face interview will take place in the your 
home, or anywhere that is convenient for you. If you refuse to participate in 
the interview or do not agree to the audio-taping/recording of the interview, 
you will be excluded from the interview component of the research. However, 
you may still continue to participate in the second questionnaire survey. 
 
7. How will my privacy and the confidentiality of my research records be 
protected? 
Only the principal investigator has your identifiable information (e.g. name, 
contact number) and this will not be released to any other person, including 
members of the research team. Identifiable information will never be used in a 
publication or presentation. All your survey questionnaires will be coded (i.e. 
only identified with a code number) at the earliest possible stage of the 
research. Data from the face-to-face interview will be audio recorded and 
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transcribed. Data from the coded survey questionnaire and interview 
transcripts may be assessed by members of the research team only. 
 
The list of identifiable information with the code numbers, data from the 
survey questionnaire, and the audio recording will be kept in a locked cabinet 
in the Alice Lee Centre for Nursing Studies, to ensure that research data is 
kept confidential. Data will be kept for 5 years, and will be destroyed 
thereafter.  
 
8. What are the possible discomforts and risks for participants? 
The survey component involves the completion of a set of questionnaires and 
an interview for selected participants. There is no foreseeable or predicted 
physical or psychological risk, harm, and/or discomfort in the participation of 
this part of the study.  
 
However, if you are involved in the interview component, it is possible that 
the questions asked in the interview may elicit discomfort or stress. In such an 
event, you may choose to have a break or to discontinue from the interview. 
The investigator would accompany you until you settle down, and listen to 
you if you would like to talk about the event. With your consent, the 
investigator will inform the nurse in-charge on the incident, and the nurse in-
charge will follow up with you immediately if you state that you require so, or 
otherwise, on the next visit. The PI is adequately trained to these situations as 
she is a registered nurse, and has conducted a previous study that involves 
interviewing hospice patients. After referral to the nurse-in-charge, the nurse-
in-charge may refer you to obtain professional counselling if the nurse thinks 
that it is necessary, or you may request for professional counselling from the 
nurse-in-charge. 
 
9. What is the compensation for any injury? 
As injury, discomfort, risk or harm is not anticipated in the survey component 
of the study. Emotional discomfort may be anticipated in the interview 
component of the study. There will be no compensation of injury.  
 
10. Will there be reimbursement for participation? 
Your participation in this study is voluntary and there is no reimbursement for 
participation. 
 
11. What are the possible benefits to me and to others?  
There is no direct benefit to you by participating in this research. The 
knowledge gained will benefit the public in the future as we will better 
understand the needs of caregivers. The study will also lead to the 
development of a caregiver programme which will benefit future caregivers.  
 
12. Can I refuse to participate in this research? 
Yes, you can. Your decision to participate in this research is voluntary and 
completely up to you. You can also withdraw from the research at any time 
without giving any reasons, by informing the principal investigator. If you 
have filled up the first set of survey questionnaire, data will only be retained if 
you consent to it.  
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13. Whom should I call if I have any questions or problems? 
Please contact the Principal Investigator, Mabel Leow at telephone 97420543 
or email mabel.leow@nus.edu.sg) for all research-related matters and in the 
event of research-related injuries. 
 
For an independent opinion regarding the research and the rights of research 
participants, you may contact a staff member of the National University of 
Singapore Institutional Review Board (Attn: Mr Chan Tuck Wai, at telephone 
6516 1234 or email at irb@nus.edu.sg). 
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Consent Form 
Project title: Quality of life of family caregivers of people with advanced cancer in 
Singapore  
Principal Investigator with the contact number and organization: 
Mabel Leow Qi He,  
MSc (Nursing) student, National University of Singapore, Alice Lee Centre for 
Nursing Studies.   
Tel: 97420543 
 
I hereby acknowledge that: 
1. My signature is my acknowledgement that I have agreed to take part in the above 
research.  
2. I have received a copy of this information sheet that explains the use of my survey 
data in this research. I understand its contents and allow my survey data for the 
use of this research. 
3. I can withdraw from the research at any point of time by informing the Principal 
Investigator and all my survey data will be discarded. 
4. I agree/do not agree* for my survey data to be kept if I withdraw from the 
research. 
 
5. I agree/do not agree* to participate in the face-to-face interview which will be 
audio-recorded. 
 
6. I will not have any financial benefits that result from the commercial development 
of this research. 
 
 
*please indicate as appropriate 
 
**This research has been explained to me in _________________ (state language), 
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究的问题，您能随时联络琪合, 电话: 97420543. 
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Appendix 8 
 




I am a Masters of Science (Nursing) student from the Alice Centre of Nursing Studies, 
Yong Loo Lin School of Medicine, National University of Singapore. I am currently 
doing a research project on the “Quality of life of family caregivers of people with 
advanced cancer in Singapore”. My supervisor is Professor Sally Chan, and my co 
supervisor is Dr Tony Chan. 
 
I would like to invite you to participate in the project. 
 
Purpose: This project aims to examine the factors affecting the quality-of-life of 
hospice home caregivers of a terminally ill cancer person.  
 
What will be done if I take part in this project?   
You will participate in a survey and complete a similar set of questionnaires at two 
time points. The first survey will be done upon signing the consent form, and the 
second survey will take place about 2 months later. I will contact you to arrange an 
appointment prior to conducting the second survey. Each survey is expected to take 
30-45 minutes.  You may also be involved in a face-to-face interview if you are 
willing to do so. The face-to-face interview will take 30-60 minutes and will be audio 
recorded. 
 
Your participation in this study is voluntary. You may stop participating in this study 
at any time. Your decision not to take part in this study or to stop your participation 
will not affect your relative’s care or any benefits to which you are entitled. 
 
You are eligible for the study if you meet the following criteria: 
• Primary home caregiver and family member of a person with a cancer 
diagnosis 
• Prognosis of 3-12 months as determined by the primary physician 
• Aged 21 and above  
• Able to communicate in English or Chinese (Mandarin)  
 
You are not eligible for the study if you are: 
• Caregiver of a terminally ill child (age below 21) with cancer 
• Caregiver with any known cognitive impairment or mental illness 
• Domestic helpers 
• For the interview, participants who do not wish to be audio-recoded will be 
excluded 
 
What are the possible benefits to me and to others?  
There is no direct benefit to you by participating in this research. The knowledge 
gained will benefit the public in the future as we will have a more in-depth 
understanding of the needs of caregivers. The findings will be used to develop 
caregiver programme which will benefit future caregivers.  
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What are the possible discomforts and risks for participants? 
This survey component of the study involves the completion of a set of questionnaires. 
There is no foreseeable or predicted physical or psychological risk, harm, and/or 
discomfort in the participation of this study.  
 
For participants who are involved in the interview component, it may be possible that 
the questions asked in the interview may elicit discomfort or stress. In such an event, 
you may choose to discontinue from the interview. The investigator would 
accompany you until you settle down, and listen to you if you would like to talk about 
the event. With your consent, the investigator will inform the nurse in-charge on the 
incident, and the nurse in-charge will follow up with you immediately if you state that 
you require so, or otherwise, on the next visit. The PI is adequately trained to handle 
these situations as she is a registered nurse, and have done a previous research which 
involves interviewing of hospice patients. After referral to your nurse-in-charge, the 
nurse-in-charge may refer you to obtain professional counselling if the nurse thinks 
that it is necessary, or you may request for professional counselling from the nurse-in-
charge. 
 
How will my privacy and the confidentiality of my research records be 
protected? 
Information collected for this study will be kept confidential. Your data, names, 
contact information, etc. to the extent of the applicable laws and regulations will not 
be made publicly available. All the data will be stored in a locked cabinet at the Alice 
Lee Centre for Nursing Studies 5 years, and be destroyed thereafter.  
If you have any queries regarding the research, you may contact me by phone or 
email: 
Mabel Leow - Hp: 97420543, email: mabel.leow@nus.edu.sg 
 
Thank you for your interest in this research project.  	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Appendix 9 
 
Methodological documentation (phase 1) 
 
 Aim Steps taken 
1 Recruit participants The staff in the healthcare organisations (HCA hospice 
care, Assisi Hospice, Metta hospice and Singapore 
Cancer Society) were briefed on the aims and objectives 
of the study, the participant inclusion and exclusion 
criteria, and the participant recruitment procedure, to 
enable them to understand their role in the recruitment of 
participants. The briefing took place in the form of a 
PowerPoint presentation during their team meeting, and 
the staff were able to clarify any doubts they might have. 
The staff were also given an information sheet, which 
contained the primary investigator’s contacts, participant 
inclusion and exclusion criteria, and the participant 
recruitment procedure. The staff would identify the 
potential participants, give brief verbal information and a 
letter of invitation to the selected participants, and asked 
if they were willing to participate in the study. The staff 
would inform the researcher if a caregiver was willing to 
participate in the study, and gave the potential 
participant’s contact to the researcher.  
 
The researcher also participated in the monthly caregiver 
programmes conducted by the HCA hospice care to 
recruit participants. The researcher would check with the 
potential participants if they met the inclusion criteria. 
2 Obtain consent Potential participants were approached, and the details of 
the research were explained. Potential participants could 
choose if they would like to participate in the interview. 
After they consented to the research, would state if they 
were willing to participate in the face-to-face interview 
on the National University of Singapore Institution 
Review Board (NUSIRB) consent form on which they 
signed. 
3 Interview the 
participants 
Participants were interviewed for from 30 to55 minutes. 
Notes were also made after the interview to record the 
researcher’s immediate impression about the interview. 
An interview guide was used to ensure that a standard 
set of questions were asked during the interview. During 
the interview, participants were probed on issues which 
the researcher did not fully understand. 
4 Transcription of the 
interview 
The interviews were transcribed verbatim as soon as 
possible after the interview by the interviewer. For 
interviews that were in Mandarin, a word for word 
translation and an interpretive translation was done. The 
transcripts were sent to a supervisor who was proficient 
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in both English and Mandarin to check for accuracy of 
the transcription. 
5 Immersing oneself in 
the data 
The transcript was read multiple times while listening to 
the recording of the interview. 
6 Coding Interviews were coded line by line by writing the codes 
at the end of each line. Coding was done while listening 
to the interview data. Units of the transcript that was 
related to the research question was selected and 
reviewed. The coded data was sent to the supervisor to 
check the coding of the data. 
7 Forming of initial 
categories 
Similar codes were grouped together to form categories, 
and highlighter pens were used to highlight these similar 
codes in a similar colour. Both researchers discussed the 
findings from the initial categories to ensure that both 
parties agreed on the codes and categories. 
8 Refining the 
categories 
The new list of categories and sub-heading were worked 
through to remove repetition or very similar headings to 
produce a final list. The new of categories were 
discussed, and changes were made as necessary. Each 
transcript was worked through with the list of categories 
and sub-headings, and coded according to the list that is 
agreed on. Coloured highlighting pens were used to 
distinguish between each the different categories and 
subheadings. 
9 Forming of 
subthemes 
Similar categories were grouped together to form 
subthemes. The subthemes then were compared between 
both researchers. Both researchers discussed and agreed 
on the subthemes formed. 
10 Forming of themes Subthemes were further collapsed to form the major 
themes. The themes then were compared between both 
researchers. Both researchers discussed and agreed on 
the major themes formed. 
11 Writing the results Various examples of data were selected from each 
section and rationale for links between the various 
components of the category was offered. The findings 
were written using verbatim examples of the interviews 
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Appendix 10 
Field notes (phase 1) 
 
Reflective journal  
The researcher is a nursing student in the National University of Singapore, and is not 
a staff of any of the home hospice organisations. The researcher does not have any 
personal experience with caring for a family member with advanced cancer. The 
closest experiences the researcher has with terminally ill patients was being attached 
to the inpatient hospice as a student nurse during the undergraduate nursing days. 
 
Prior to the interviews, the nursing staff in the hospice organisations have often 
emphasised that the caregivers were not very much involved in the caregiving. The 
care of the patient was largely left to the domestic helpers. Hence, the nursing staff 
believed that the caregivers were not very stressed over the caregiving. The following 
is a description of interview settings and observations of participants during interview.  
 
Caregiver 1 
Interview took place at her mother’s (patient) home. She had a domestic helper to 
help her with the caregiving. She did not stay with her mother, and goes to her 
mother’s home to care for her every weekday (Monday to Friday), from 8am to 5pm. 
She goes on Sunday when domestic helper has her rest day, which takes place once a 
month. She appeared cheerful and relaxed. She was teary when she talked about not 
being able to go on long holidays with her husband as she did not have the mood to 
do so. She claimed to have good support from family members (husband and brother). 
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Caregiver 2 (Mandarin) 
Interview took place at her home. She had a domestic helper. She requested me to go 
to her place at the regular time when her husband goes down with the domestic helper, 
as she did not want her husband to hear the conversation and know of her feelings. 
She appeared to be stressed over the caregiving and their financial situation. She also 
had many of her “stress and worry” stories to share during the interview. 
 
Caregiver 3 
Interview took place at her home. The caregiver stayed with the patient (father). 
Caregiver appeared cheerful and chatty. However, she did not speak much during the 
interview, and answered in short sentences. This could be due to English not being 
her native language (she’s a Malay), and could not express her feelings in English. 
She appeared to be conscious of the voice recorder.  
 
Caregiver 4 (Mandarin) 
Interview took place at Tan Tock Seng Hospital as her mother (patient) was warded. 
She stayed with her mother. Caregiver appeared teary, lethargic, and feeling negative. 
She explained that the doctor has broken the news to them that the patient did not 
have much time left. She appeared to be a very dedicated caregiver who had to be by 
the patient’s side 24/7, and even quitted her job to care for her mother. Was in a hurry 
to finish the interview to accompany her mother. 
 
Caregiver 5 
Interview took place at her home. The caregiver stayed with the patient (brother) as 
both of them are single. Caregiver looked tired, perhaps due to her being the sole 
	   507 
caregiver. Nevertheless, she maintained her cheerful nature. She was happy being the 
caregiver, and did not question why the other siblings were not helping out. She spoke 
in a soft voice as she did not want her brother (patient) to hear the conversation. She 
does not want to let her brother knows of his illness, her worries and her feelings. 
Despite so, she wanted to do the interview in her home as she did not feel safe leaving 
the brother alone.  
 
Caregiver 6 
Interview took place at the food court in Singapore General Hospital as his mother 
(patient) was warded. He stayed with the patient (mother). Caregiver appeared to be 
relaxed even though his mother was warded. He explained that his mother was 
warded frequently, and he had got used to it. He appeared to be a very dedicated 
caregiver who quitted his job to care for her mother.  
 
Caregiver 7 
Interview took place at her home. The caregiver stayed with the patient (mother-in-
law). She appeared more cheerful compared to the first time I met her, and was more 
positive about she caregiving. She explained that she had learnt to “let go”, and be 
less uptight over the caregiving. 
 
Caregiver 8 
Interview took place at his home. He is caring for his wife and they stay together. He 
appears to be a very caring husband, and is very close to his children. He appears to 
be stressed and upset over his wife’s illness and impending death, but constantly tries 
to rationalise the situation, and to put his trust in Allah (his God).  
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Caregiver 9 
Interview took place at her home. The caregiver stays with the patient (mother). She 
appears cheerful and friendly. The caregiver feels that caring for the mother (a 
terminally ill patient), is easier than caring for her father (who had stroke). Her stress 
could be more due to providing care for her father rather than her mother. She appears 
to be a dedicated caregiver, and constantly looks for places to bring her mother to 




Interview took place at the coffee shop below her home. The caregiver stayed with the 
patient (mother). She appears cheerful and very open to sharing. The caregiver 
appears to be a very dedicated caregiver who tries to give her best to the patient. She 
was tearing a bit when she described how she wish she could give her mother more. 
Despite giving her best, she wishes she could do more. She could be feeling closer to 
her mum because her dad passed away when she was young. She also seemed to be a 
very religious person who always relied on God. 
 
Caregiver 11 
Interview took place at Orchard, Wendy’s fast food restaurant. The caregiver stays 
with the patient (father). She appears cheerful and very open to sharing. Caregiver 
explained that she was distant from her family members in the past because she is a 
Muslim Chinese, and her family siblings disapproved of it. Hence, she resorted to 
burying herself in work to avoid them. She claimed that her father was a “cooperative 
patient”, and did not like to trouble them.  
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Caregiver 12 (Mandarin) 
Interview took place at National University of Singapore, Science Canteen. The 
caregiver stays with the patient (mother) even though she is married. She tried to 
speak in English initially, but did not appear fluent. Encouraged her to speak in 
Chinese instead, and she became chattier. She gave a look of pity when she 
mentioned that her mum fell ill just after she retired, and did not get a chance to enjoy 
her old age. 
 
Caregiver 13 
Interview took place at her workplace, which was a church at Sengkang. The 
caregiver did not stay with the patient (mother-in-law), but visited her every morning 
before going to work, and after work. She appeared cheerful and chatty. She 
expressed that she had good support from her husband. Her main unhappiness and 
stress came from some of the sister-in-law who was rude and accused her. 
 
Caregiver 14 
Interview took place at Orchard MacDonald’s. The caregiver stays with the patient 
(mother). The mother initially stayed next door, but they brought her over since she 
fell ill. Caregiver appears a bit tired, but was very willing to share in hope that his 
sharing would contribute to knowledge and interventions to help future caregivers. 
Caregiver appeared to be more stressed physically and financially as he was the only 
son, and he had no siblings to share the caregiving burden with. He felt that it was 
more difficult for him as a son to care for his mother due to gender differences.  
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Caregiver 15 
Interview took place at Serangoon NEX. The caregiver stays with the patient (father). 
Caregiver appears cheerful and was happy to care for his dad. He appears to have an 
altruistic personality, and loves to help people. This could be the reason he enjoys 
caring for his dad, and does not find the caregiving stressful at all. He was also happy 
to prioritise his dad over his work and friends. This is an unusual phenomenon given 
his young age (21 years old), as most young people would prefer to spend their time 
socialising with friends, or place more emphasis on their own studies. 
 
Caregiver 16 
Interview took place at Tampines MacDonald’s. The caregiver did not stay with the 
patient (brother), but visits him at least 4 times a week. She appeared slightly 
lethargic and sad as she claimed that her brother was very ill. However, she maintain 
her chatty nature. She also took leave to care for her brother. She also seemed to be a 




Interview took place at his home. The caregiver stayed with the mother (patient). He 
appears to have a distant relationship with his dad from the observation of their 
interaction. He is a smoker, and was seen smoking when I reached his place. He 
appeared to be a very dedicated caregiver, and did not look for a job (after he resigned 
from his previous job) to care for his mother. Although he is an extrovert, he said that 
he was reserved in sharing about his feelings with his friends. However, he was open 
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to sharing in the interview as he felt that he should be more open since he agreed to 
participate in the interview. 
 
Caregiver 18 (Mandarin) 
Interview took place at her home. The caregiver stayed with the mother (patient). 
Caregiver appeared cheerful and open to sharing. However, she seemed a bit agitated 
during the parts when she mentioned about her youngest brother who was most loved 
by their parents, but he is reluctant to care for them when they are sick. She appears to 
be a kind hearted person as she frequently talk about doing charity works for the 
Buddhist association. She claims that this will help her parents accumulate more 
blessings, and to suffer less in the underworld. 
 
Caregiver 19 
Interview took place at Siglap MacDonalds. The caregiver stayed with the mother-in-
law (patient). Caregiver is also in the healthcare field, and strongly supports research 
projects. She appeared agitated during the parts when she mentioned about her 
husband siblings who were unwilling to participate in the caregiving, and left 
everything to her husband and herself. She kept mentioning that her husband is a good 
man, which could be the reason she was willing to care for her mother-in-law. 	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Appendix 11 
 
Products of data analysis and synthesis (phase 1) 
 
Theme: Sources of stress 
CG Code Subtheme Theme 
CG1 
 
Patient fall sick stressful. Don't know what to 






CG2 Stress because many things spoilt. The blinds, 
previously patient washed them. 
Other life 
stressors 
CG2 Maid speaks Malay, I speak to her in English, 
she cannot understand, then she speak Malay 
I don't know what she is referring to. This is 
also a kind of stress. Sometimes maid have 




CG4 But it seems like it’s more stressful for me 
because the person I’m taking care of is my 
closest mother.  Being to tell myself that, her 
days are numbered is, very hard to accept. 
Physical care no doubt plays a part, but 
there’s a strong emotional responsible 
attachment being so close. Physical care 





CG6 Sometimes situation, condition, change, 









CG10 Patient in pain, before medicine take effect, 




CG10 Work stress is human related. Affects me 
physically because I need that sufficient rest. 
Other life 
stressors 
CG12 Constantly worry if her condition will 
deteriorate suddenly, or maintain. Mainly 




CG13 Not taking care I feel stress. It’s the stress and 




CG14 Two young kids. Sort out the other house. 
Clean up the house. 
Other life 
stressors  
CG19 Dilemma of whether to tell her she’s 
terminally ill and she has cancer. With her 
dementia, probably won’t register. Rest of 
family anxious her spiritual welfare and want 
to prepare her for death. Two opposing 
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Theme: Negative emotions 
CG Code Subtheme Theme 
CG2 Especially at night, sometimes I can’t sleep. I 
will be quite worried. Don’t know if I will be 
able to cope with the days ahead, if I am able 
to take care of him. Worried because we don't 
know if illness can be treated. He has been 
stagnant in this state for quite a long period, 
so sometimes will worry if he will get better. 
Worry he will suffer. 
Worry Negative 
emotions 
CG3 Sad, cause I know he got this kind of 
sickness. Cancer, critical. Anytime can go. 
We cannot predict. Anytime. 
Sadness 
CG4 Very tough, coming to accept that her illness 
cannot be cured, and we don’t know when the 
day will come when she go. I just don’t see if 
there is any like hope in life anymore. Get 
very sad at times, and very depressed. 
Sadness  
CG6 Because of her condition. She would rather 
leave [die] than still bedridden. Difficult. 
Sometimes, you do not know when she will 
go, or when she will not go. And, to give her 
a good nutrition, the diet, she will be 
bedridden, she will not leave as early or 
ASAP, she may drag. So you do not know 
where do you draw the line. You see her 
suffering, or you want to see her go 
peacefully. That is the mixed feeling. If she 
got good nutrition, she may live longer. But 
she will be suffering more also. This is the 
kind mixed feeling, that emotions part that I 
sometimes I ask myself. But then if you don't 
do that, her condition get worse, that also 
does not mean she will die ASAP (as soon as 
possible) also. 
Ambivalence 
CG7 Tension do arise. There’s always a roller 
coaster period whereby I find myself get 
irritated easily. There’s always a period where 
you just find that, suddenly very angry with 
things. Not just on the caregiving. This whole 
thing has make, you know, more irritable over 
things. Caregiving is one part of it. It’s a part 
that would triggers the unhappiness, but on 
top of it could be other aspect of my life that 
triggers my unhappiness. 
Fluctuated 
moods 
CG7 There has been a period whereby, I feel very 
sad, couldn't even talk about it. But, as time 
gradually pass by and you realise that even 
the patient would know that there is, 
something inevitable is happening. Without 
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having to communicate, between me and the 
patient they already more or less know where 
we are heading to. 
CG8 There’s no certainty in the outcome of the 
treatment. Emotionally you go through a bit 
of a roller coaster. Initially when you, when 
you get it, it’s shocking. Then you feel very, a 
mix of sad and frustration, and all that. 
Fluctuated 
moods 
CG8 [Colleague] was relating to me her own 
personal experience of how the mother pass 
away. She said there was some incident that 
sort of created a guilty conscience on her. So 
she said, sometimes you do it to overcome or 
to prevent any feeling of guilty conscience 
downstream. That you did not do it earlier. 
It’s partly also due to that. We don't want to 
have a sense of regret by pursuing money at 
the expense of having less time. So, that’s one 
of the constitutions for actually converting to 
part time. The guilty aspects. 
Guilt 
CG9 At night it’s a bit more worrying. Worry in 
the sense that, in the middle of the night, she 
might have something wrong, and there is no 
one there. 
Worry 
CG9 Having them go through all these sometimes I 
get a bit cranky, I scold them [parents] also. 
There’s a lot of moods and all that. 
Fluctuated 
moods 
CG9 Since she had a fit, a bit more depressing. 
There’s no quality of life. You know that 
everyday she’s just lying on the bed, she can’t 
even sit up. She’s having blended food. It just 
looks depressing. I feel very depressed 
because I look at her, it’s very sad. 
Sadness 
CG9 Even with the morphine and everything, when 
she moves her leg, I know she’s in pain. 
When we do diaper changing, sponge bath, 
she’s in pain. I do wish the end will come 
soon, at this point of time. She’s not living 
anymore. If, you see my mum now, she’s 
lying on the bed, she’s moaning, she talks 
about things that I don't even know about. 
Mentally she is not there anymore ok. And on 
top of that, there’s pain. Number one, 
mentally she’s not there, I don't think she’s 
aware of really what’s happening. And then 
there’s pain.  
Ambivalence 
CG10 She’s all that I have, and I give her the 
maximum, in everything because I love her so 
much. Sometimes I feel that I still have not 
given her more. I wish I could have given her 
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more. Maybe sometimes I feel tired. Or I need 
some time, some moments of being alone. So 
these are the things which I do feel I have not 
given her, that much. There were moments I 
wish I can I give her more. 
CG11 Because he like to do marketing. Only worry 
part is the journey from home to there, and 
from there to come home 
Worry 
CG11 I become more crybaby than before. Since my 
dad’s case. I cry often. Because a lot of 
things, you keep inside. Don't have such big 
event that make me cry so badly. This one 
quite bad. You know that he’s terminal, so the 
doctor say supposed to not last more than one 
year. Then each time go and see doctor, it’s 
never good news.  
Sadness  
CG11 The emotion is up and down. Especially when 
the person is very sick, you feel very sad… 
When somebody comes to provoke you, you 
will attack that person. The fellow just say 
that don't know what thing that trigger, is not 
scolding me you know, just tell me, “ Ah 
Serena, blah blah blah”, I suddenly I start 
dropping tear. The fellow blur, “what 
happen?”. And then I “nothing, nothing”, just 
cool down, cool down.   
Fluctuated 
moods 
CG12 Frequently wonder what she is feeling today, 
causing extra worry. The thing that directly 
affects my life everyday is being worried. 
Being worried is the main thing. Sometimes 
do things for her, but doesn't help relief pain 
or anything. More worried. 
Worry 
CG12 Regarding it affecting my work, maybe my 
mood will not be very high, will not feel very 
happy. But it’s not to the extent whereby I 
will feel sad the whole day. I will have a more 
middle feeling. In the past, I would have been 
very happy, but now I will only feel a little 
happier. Compared to the past maybe it would 
have been 100% happy, but now if would be 
80%, or 80 plus percent. Everything will be 
reduced by a scale. 
Sadness  
CG14 A lot of frustration. Sometimes she don't open 
up to me. Like when she’s in pain, she don't 
tell me where she’s painful. But she will tell 
my cousin, and my cousin will then come and 
tell me. So, there are frustration like this, have 
to deal with. Sometimes when she’s in pain, 
she get frustrated, then she say things that, not 
so nice. But I still have to deal with it, 
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because I know she’s frustrated. When she 
say things like this, I feel frustrated.  
CG14 I ought to be spending more time with my 
mother. Unfortunately, I’m not. Because of all 
these distraction. As a primary caregiver, you 
should be focus spending time with your love 
ones, give them more attention. Unfortunately 
these two weeks I’ve not been doing that. 
Sometimes you feel, you feel bad. Say, “Will 
I have any regrets at the end of the day?” And 
then, go out, I feel guilty leaving my mother 
at home. But now, I’m more relaxed, when I 
have to give my family a bit of my time. 
Instead of everytime is my mother. 
Guilt 
CG15 Mum has to worry about my dad situation and 
things like that. 
Worry 
CG18 I worry that she falls ill. When she’s sick, I 
will be very busy. Have to visit her in the 
hospital every day. 
Worry 
CG18 My parents are not easy, they don’t get along 
easily with people. Scold her. Angry till I told 




CG19 Frustrations mainly with learnt helplessness 
on her part. She’s now very dependent on 
others for all manner. And I find that quite 
heavy going at times. And I can’t 
communicate effectively with her anymore. 
That’s probably the biggest problem. 
Frustration 
CG19 If I’m being brutally honest with you, I 
wished she would just go to sleep and not 
wake up. I don’t want her to suffer the way I 
know she will suffer with the cancer that she 
has. She has colon cancer. She’s going to 
have symptoms that actually will, she’ll not 
be able to eat, she’ll be throwing up all the 
time, she will be in a lot of pain and 
discomfort because of that. Those are the 
conflicting emotions often caregivers face 
with terminally ill patients. Have to come to 
terms with it. In your heart of hearts, you 
don’t want to wish them dead. But in your 
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Theme: Cope with caregiving 
CG Code Subtheme Theme 




CG1 Sometimes you also ask people’s advice, 
like where you can get this, or what you can 
do, you exchange information. 
Social support 
CG1 Previously is based on what we think is the 
best, but now it’s with guidance from the 
hospital, the nurses, then subsequently the 
hospice. Really get professional guidance. I 
think she’s getting much better nutrition 
care, than previously she has to orally take 
her food… Hospice those doctors nurses 
very supportive, very professional. 
Sometimes when I have problems, I got 
queries, I will call them and ask. I so far so 
good. I think whatever needs that I have I 
get it. If I spot some problems, certain 
issues, I will highlight to them whether is 
this normal, or what we should. I never 
hesitate to pick up the phone and ask, if I 
have queries. 
Social support 
CG1 Spiritual support. I’m a Buddhist. I think 
that plays a very important part. Spiritually 
it provides me a kind of support. I do feel 
very peaceful after I pray. When I pray, I 
pray for a peaceful exit for her, in time to 
come. So, you don’t pray for miracles. 
Spiritual 
support 
CG2 (Hospital appointments). Have to arrange for 
people, my cousin, to fetch us, to see the 
Chinese sinseh, and to fetch us at a certain 
time… Fortunately here were many people 
who helped. My son’s group of good friends 
came to help (clear the house). Some things, 
were thrown away. 
Social support 
 
CG2 Metta doctor and nurse service not bad. 
They tell me that I can contact them if I need 
any help. If I find them, they will try their 
best to help me.  
Social support 
CG3 If in case I got some appointment, I got my 
sister. I can just ask any one of my sister to 
take care. Can still normal life, go out. 
Social support 
 
CG3 Go walk around, don't think about it. Distraction 
CG3 Pray (when sad). Pray ask from God, only 
God know everything 
Spiritual 
support 
CG4 You cannot go around complaining to your 
friends, or telling your auntie everyday “I’m 
so stressed”. With a sick patient at home, 
just tell me who is not stress? Different 
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people got different ways of coping with 
stress. Cannot add my stress to other 
people’s stress. 
CG4 Even though I speak to my family members 




CG4 The home care nurse that comes to visit us, 
give us some counselling, told us what are 
the psychological or emotional kind of 
support I can render to my mum.  
Social support 
 
CG4 I know her condition is bad, but I just pray 
sometimes give her a bit more time, so that 
she will actually have sufficient time to do 




CG4 Try not to think about it. Hopefully it will 
just magically disappear.  
Distraction 
CG5 Sometimes I will talk to my older brother. 
Will tell my older brother 
Social support 
 
CG5 Feel that all the people in HCA are very 
nice. Everyone is very concern and very 
nice. Feel that, really, there is still warmth in 
this world. It’s not a lonely place. 
Social support 
 
CG6 Sometimes I do call my friend. Tell them 
that, if they want to go out dinner, they 
arrange a time. So that at least I can tell 
them if I’m available. I can inform my 
brother earlier.  
Social support 
 
CG6 The doctor has been wonderful. The doctor 
that visits us, and Sa’diah and all that, 
they’ve been wonderful. I’m so grateful. 
Because I think, then with their experience 
of that they see this everyday, and all that, 
they have been very encouraging… 
Palliative care they already provide quite 
reasonable service. If you need help you call 
them they will tell you what to do. There is 
always somebody, the nurse, and 




CG7 When I realised I can’t handle everything, 
and start to let go certain things. I realised 
that things take care of itself naturally, my 
husband, began to assume more roles, take 
more responsibilities, and other family 
members sort of help here and there. 
Social support 
 
CG7 Hospice has been very helpful. When it first 
started I actually don't know very well how 
to handle. They came, and teach me what I 
need to do, to change the medications, what 
Social support 
	  	   519 
to in terms of taking care of her. They have 
given impart me quite a bit of knowledge 
and have helped me. In the beginning I was 
like, always very worried what if something 
like that happen, what am I going to do 
next? Realise that they have this number that 
I can call them and you know, they are 
prepared to help me as far possible that 
answer my questions. They help me in the 
taking care of, make my taking care of my 
mother-in-law easier. 
CG7 That was the point I start to tell myself you 
know, don't care how other people would 
think or anything like that when it’s already 
your limit and you can’t go. It’s time to let 
go and then you know, some people would 
come over and do whatever necessary. 
Find a balance 
and let go 
CG8 On those on those occasions need a little 
more attention at home. So, I will just work 
from the computer at home and just told my 
colleagues I won’t be coming. So that allows 
me to be more at home when needed. But, 
sometimes as I think back, I’m one of those 
maybe lucky ones who got some employers 
who are like that. 
Social support 
CG9 My son, because he’s older, he helps out. 
Pushing them in the wheelchair. He does it 
when we go out. When we go out, like, the 
heavy thing he has to do. Like the 
wheelchair put in the boot of the car, he will 
lift up and all that for me. 
Social support 
 
CG9 I am able to talk to the doctor and the nurses 
because they understand where I’m coming 
from, because they’re dealing with other 
people in a similar situation… Very grateful 
in the sense that we’ve got this palliative 
nurse and care, it’s in our home. Having 
them around is actually very good. They 
have a hotline. Over the Deepavali, my mum 
was like sleeping all day. A bit worrying. At 
least there was a hotline to call, and there 
was a doctor who took the call, he answered 
my queries. And I mean, at least there’s 
someone there, which is good… It’s quite 
good, to have a hotline. Sometimes you 
want some advice. Sometimes you know, 
you know something is going on, but you 
still need some, confirmation, to know that 
what you’re doing is correct. 
Social support 
 
CG9 Like weekends, the family will go out. Find a balance 
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Cause life goes on, no point. Eventually we 
adjusted. So I try to put time aside, bring my 
daughter out to Science Centre, whatever 
things, you know. So, it’s do-able. 
and let go 
CG10 But in terms caregiving support from all 
outside sources, everybody, like the nurses 
or the doctors, have done their job. They 
have given us a lot a lot of support. 
Social support 
 
CG10 I can be very dead tired, coming back from 
work. I would put on my MP3 and listen to 
my prayer. And I can just winkle for about 
ten minutes you know, and there’s power 
sleep… Only mainly to God through 
prayers. Even for physical (strength). I ask 
for peace of mind, I ask for strength. I talk 
Him, it’s just like I talk to friends about how 
I feel this and that. But still deep down, to 
ask for peace of mind, I always turn to 
God… Advice, or my religious priest and 
teachers, and the nuns, and even my friends 
when they pray for me, I know I get it. 
Especially when my mum pray for me. I get 
it very very strongly.  
Spiritual 
support 
CG11 When the person show concern, become so 
touch until very easy cry. Because of 
emotions, you start crying. 
Social support 
 
CG11 Usually don't really share with my siblings 
or friends, unless they come to me. Maybe 
sometimes they (friends) will simply show 
concern, just want to keep update with you. 
As long you are able to share, and pour out 
your sorrows, a person will feel better. I 
think that’s their concern, that’s why they 
ask if I want to share with them. 
Social support 
 
CG11 Panicky. There are things we know we need 
to do, but we don't know whether we did the 
correct way. I think the hospice guide us 
doing the right way. It’s good the hospice 
nurse come almost every week, then advise 
us what to do.  
Social support 
CG11 Praying. The only way you can in your own 
world that you can confide to 
Spiritual 
support 
CG12 Hospice Care or Cancer Centre, their 
doctors and nurses are very warm and have a 
loving heart. Caring towards patient. To 
patient’s family, also very caring, and will 
take care of the patient and family member’s 
mood, and very understanding towards us. 
Social support 
 
CG13 I share this problem with one of my friend, 
and my husband. I told my husband said, 
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“Look, this is how your sister react”. 
Husband was quite protective of me. He 
actually tell the father off, say that, look 
what the daughter has done.   
CG13 It’s good that we have this HCA to help us. I 
will normally call the HCA nurse to tell her 
what’s the condition, then she can guide us 
along. Sometimes this nurse will go and see 
her. So, it like lessen one of my load off, I 
don't have to rush down. The nurse able to 
see her and assess her. So when there’s the 
necessity, then we just admit her. Other than 
that, according to their instruction, we buy 
some medication, to assist her. 
Social support 
CG13 I’m glad I’m working in the church, and 
then they let me off. I can take urgent leave. 
Unlike some company where it cannot be 
done so. It allows me to go off immediately 
or freely, when there is a need. 
Social support 
CG13 In managing my own emotions, sometimes 
got anything, I just pray. 
Spiritual 
support 
CG14 Have colleagues who have experience being 
a caregiver. After talk to them, feel better, 
that I’m not alone in feeling this way. There 
are other people who feel the same way, and 
it’s normal to feel like this… Before my 
mum actually came back from hospital, 
there’s a lot of apprehension. Like we don't 
know what to do, we don't know whether 
you can cope or not. Have people telling me 
take it step by step, you know, take it day by 
day, take it one step at a time.   
Social support 
 
CG14 But in the first week, practically I never 
leave the house you know. I want to spend 
with my mother. But now, I’m more relaxed, 
you know, when I have to give my family a 
bit of my time. Instead of everytime is my 
mother. 
Find a balance 
and let go 
CG16 I get support from them [family]. Also get 
support from my own brother. The one that 
is sick. Once when the doctor has diagnosed 
him with cancer, I was very sad, very down. 
He’s the one who comfort me… Some 
Christian friends say, “I will pray for you.” 
Some outside friends, normal friends, will 
go out and eat lunch with me and talk to me 
says, “Don’t worry”, “It’s like this”, you 
know. Comfort me. Friends play an 
important part. Own family, brother and 
sisters, also play an important part.   
Social support 
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CG16 The healthcare have done a lot of things. 
Like the HCA, the nurse, and visit him. And 
the doctor also comes and see my brother 
you know. And I think at the moment, they 
are good. They come and visit him, they 
give support, they give emotional support, 
you know. Physical support. Medical 
support also they give. 
Social support 
CG16 I cope quite well, because my boss is very 
understanding… My boss is very supportive. 
Said anytime of the day you need help, any 
time of the day you need leave, you just tell 
me. 
Social support 
CG16 Talking to God. Know that God is above 
everything, and you trust Him. So I’m 
handling the problem to Him, and trusting 
Him. By trusting Him in this way, you also 
will trust Him that He will transcend, bring 
it to past. He understands what you are 
going through right now. It’s like comfort. 
Like somebody that is super, somebody that 
knows, somebody who understands. I feel 
better, I feel that my burden is like lighter, 
and I’ve thrown everything to God. 
Spiritual 
support 
CG17 Have no one to share. I don’t know whether 
it’s my choice or not. I don’t talk to people 
much about it unless someone speaks to me 
about it. I don’t go out with my friends and 
say, “I tell you, my mother…” I don’t. If my 
friend, “Hey bro, how’s your mum?” And 
then I’ll elaborate a little bit more. If they 
show an interest, I’ll speak a little bit more. I 
don’t see my friends often. It’s not a one to 
one thing. Sometimes three, four of us go 
out. We know each other from the longest 
days. Even if they don’t ask, I know their 
thoughts are with my mother, ok. But we see 
each other once a month, there are other 
things they want to talk about. They want to 
talk about golf, or whatever. I don’t want to 
be the wet blanket there and talk about 
death, right. I just don’t think it’s fair. 
Social support 
 
CG17 I think they (home hospice) are doing very 
very good job already. Even if I have to call 
them after office hours, you know, they are 
very prompt with their response. Number 1. 
I’ll sing their praises non-stop. I think 
they’re brilliant. They do a world of good. 
Can you imagine? My mother cancer, then 
two men down here, both also in a lost, 
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don’t know what to do. How to clean the 
backside? I lift her legs up, then my father 
go and clean down there. After the cleaning 
so tired you know. Then they come, “No, 
just like that”, “Oh…” You see, all these 
have to be taught. 
CG17 I do a lot my meditation myself. I get myself 
tattoo. When you’re in pain, you forget a lot 
of things… When I’m going to bed, I watch 
tv, but sometimes I don't know what’s 
happening. Lately I watch a lot of Korean 
shows. It helps distract. It’s at night, I watch, 
have a few beers by myself. Drink, and then 
I go to bed about one, two o’clock. 
Distracted for a while, which is a little bit 
peaceful for me. My peaceful time… I don’t 
drive. I don’t like to take the train. I try to 
take a long bus journey so that I can listen to 
my music and forget about it. When I go 
out, I tell myself. The minute I step out the 
door, I put my music on, don’t think of 
anything. Unhappy thoughts, illness, my 
mum’s condition, her suffering. Don’t think 
about anything related to this. That four, five 
hours I cope like that.  
Distraction 
CG19 I grumble to friends. I’m able to go out to 
meet my girl friend. I’m able to go out and 
have lunch with people. 
Social support 
 
CG19 Pray a lot about it. Because it’s not a nice 
way to feel about people. It’s very difficult 
you know. You mustn’t have expectations of 
other people. It’s an off loading, and just say 
that to God, I need Your help, I need Your 
strength, I need Your support. Help me not 
to build resentment about others, and you 
that someone is listening. Even if you don't 
see any tangible results from your prayers, 
you know someone is listening. And you 
know that, if you put it all in His hands, He 




CG19 You’ve got to find a way of balancing your 
own life, so that you have, you don’t get too 
frustrated and over emotional. 
Find a balance 
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Theme: Positive gains from caregiving 
CG Code Subtheme Theme 
CG1 Sometimes she does respond, but she’s not 
able to tell you verbally. From her 
expression you can tell, like you share 
something funny with her you can see she 
laugh. Certain things, I will share with her 
like, or get her to re-remember those things 
that happened in the past. Certain things you 
can see she still remember, it strikes a 
familial chord with her. So it’s quite 
satisfactory. It’s very enriching. Because 
you are taking care of your loved ones. 
When you see that they are very 
comfortable, definitely you will feel good. 






CG1 You appreciate things more. You appreciate 
health, good health. You appreciate people 




CG1 Learn how to move her from the bed to the 
wheelchair, this kind of skill. These skills 
should be relevant, next time we will be old. 
Or people around us will be old. May need 
to use the same skill to take care of them. If 
they need to buy certain things for the 
patient they will ask me where to get 







CG2 Learning. Know about those equipment, 
commode, wheelchair, how to use them. In 






CG3 Of course [feel good]. If anything happen, at 
least I well taken care of him. 
Caregiver 
satisfaction  
CG4 Made me a stronger person. Learning how to 
cope with, a dying patient. Feel like being 
trained to be a very tough person, accept 
reality and things. 
Refine 
character 
CG6 It actually makes you think 
differently…Even when we are sick, or old, 
we are still human beings. That means 
whether you are young, active, famous, or 
you are old or so-called ‘old and unless and 
not productive’, at the end, you are still a 
human being. You still have to die as a 
human being… This is one of the things I 
learnt. It helps me to understand that old 
folks have different thoughts too. They want 
your time.… When I quitted my job to look 
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so bad, I found that life is not just about 
career chasing, wealth, and all these things. 
The most important thing is how you enjoy 
living your life… So, I find that, life, the 
happiest moment, is to live a simple life. 
The contentment is not in term of material, 
but things you cannot describe it in words, 
your feelings inside.   
CG7 Soften my characters. I was stubborn, or a 
strong-headed person. Last time like for 
example if I were to come across somebody 
who is not well, I really don't know what to 
say to them, or I feel very uneasy in their 
company. But now the journey, through 
them, I realise that, sometime all they need 
is just some company, beside them, or hold 
their hands. What benefitted me is the 
transforming of my own individual person. 
Refine 
character 
CG8 Many people tend to think that I’m a bit 
more soft spoken now compared to what I 
used to be. And I tend to think that I’m 
much more patient now than what I used to 
be. Last time I used to be very impatient. 
Everything also I want fast. So now is like, 
you know, what the English saying goes, 
you learn to smell the roses more, and learn 
how to appreciate life a little bit better. It 
makes you more human. Empathising 
perhaps in its subtle ways. Tend to be more 
empathetic to people, be more mindful of 
small small issues that are happening around 
you. When you see somebody, or you hear 
of somebody else who's sick, or not doing 
well in certain things, you have a better 
sense of understanding of what the person 




CG9 My kids get to see what I’m doing, get to 
see how the old is, how you live in your old 
age, what are the problems you will 
encounter and all these. Things like I buy for 
the house and all those commode, all the 
urinals. They have a better, you know, 








CG10 I want a happy gathering together. So, in 
organising all these, or even making an 
effort to make sure everything is ok, it does 
tires me down. I love to do cooking. I cook 
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is eating. So these are the things of what I 
will do for my mum until the end. 
CG10 My mum fell ill has made me a much 
stronger person.  
Refine 
character 
CG10 I have been a caregiver all these while, 
staying with my mum. With mum having 
this kind of illness, and I’m now working in 
Singapore Cancer Society, it’s a lot of 
understanding. A lot of sharing with people. 
Sometimes when these patients coming in to 
ask and share their, their life, their love 
ones, their pain and things with me. So I 
share with them. I hear, I lend them the 
listening ear, and these are all the things 
which I actually gone through as a caregiver, 







CG11 I went through being a caregiver so I know 
what to do. One day when my mum also not 
strong anymore, at least I know how to 
handle also. Not so panicky. The course that 






CG11 Only recent, after my dad sick, I spend more 
time at home. Because my siblings they 
need to check on my dad’s condition, they 
call me up. So the bond become stronger a 




CG12 Changing in a more positive manner, for 
example treasuring a more healthy body, or 
treasuring things. You will feel that health is 
very important, once you are not healthy, 
you will not be able to do many things. 
Place importance on family bonding, 
spending time together. Being closer to 
family. We have to quickly do whatever we 
can now, grab the time, treasure these 
opportunities, don't wait till next time 
because we may not get the chance. 
Find meaning 
of life 
CG12 Spend time with family, experience and 
express family warmness, those things. To 





CG13 Changed me in a way. Not to grasp things 
too hard. Life is so fragile, like my mother-
in-law suddenly pronounce she has this type 
of illness. And certain things like, last time, 
from her point, how she behave, and today 
you see, end up like that, so helpless. As a 
caregiver on my part, I learnt to be thankful 
in all things. And not to be too calculative. 
Find meaning 
of life 
CG13 Because of this, my mother-in-law tends to Increased 
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talk to me a lot of things, her personal 
things. Can say that relationship been pulled 
closer. Previously my mother-in-law not so 
kind to me also. At least [now] she would 
share some of her secret. (In the past) when 
she talk to me, she quite harsh. 
family 
closeness 
CG14 I understand another caregiver frustration, 




CG15 Gives me a sense of belonging. Because 
usually I don't do anything at home. It 
makes me feel like I’m doing something at 
home now. Better than just not doing 
anything at all. Rather than the aimless life 
that I have, taking care of someone puts a 
sense of belonging somewhere. 
Caregiver 
satisfaction  
CG15 Although it’s not normal for people to do 
this, I find that doing it for a father, for his 
sake, is fine with me. He sees that I’m ok 
with it, he’s willing to share with me a lot of 
things ever since then. We have [become] 
closer in that sense, anything that happens 
right, we usually can handle it. He will 




CG16 Experience is very fulfilling. You know you 
have done something good for your brother. 
I know that I have done my part for my 
brother. Do my duty as a sister. If your 
loved one is sick, you want to give him the 
best, and the quality of life. And if you 
know that you have done it, you feel good. 
You feel that you have answered the call, or 
usefulness. Sometimes can I say it’s a joy, 
because I’m doing something good for him. 
Although I know that he’s going, but at 
least, during his last journey, I still can give 
him my very best. 
Caregiver 
satisfaction  
CG16 Changed my mindset that, your life you 
must live it to the fullest. Because you do 
not know what will happen next. It’s best 
that you live to the fullest on everyday, each 
day, and live to the best you can, because 
you will never know, what will strike you. 
Maybe cancer, or some other disease.  
Find meaning 
of life 
CG17 It has gotten my outlet on a lot of things, 
taking care of someone can fill you with 
happiness, that the someone’s comfort is 
more important, more paramount than your 
own sometimes. Made me realise there’s 
more to this life than living for myself. 
Find meaning 
of life 
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Helped me learn to put the consideration of 
others before myself, more often than not. 
Good thoughts, good deeds, good heart. 
Very simple teaching. The pain and 
everything that I’ve gone through in this 
past almost two years helped me grow up as 
a human being, as a person. You do 
everything for the person, without regard for 
yourself. That person’s happiness is 
paramount. That is unconditional love. 
CG18 I feel quite fortunate. How long more can 
my mother accompany me? She doesn’t 
have much time left. She’s 90 over years 
old.. We don’t know how many more years 
she can accompany me. Just accompany her 
to finish walking her life journey. 
Caregiver 
satisfaction  
CG18 Humans will grow old. She has made me 
very angry. Compared to the past, my 
temper have been molded. If possible will 
control. Gradually, because she’s my 
mother. Will control temper. Initially I will 
not say what I should say, and say what I 
shouldn’t say. We should not talk rubbish. 
After some thinking, she’s my mother. 
Refine 
character 
CG18 We were seldom together. She take care of 
us until we are grown up, then we all go out 
to work. Come home only to sleep. Very 
seldom communicate. In the past when we 
work in the coffee shop, during working 
hours very busy. During meal time, we eat 
separately, we seldom gather. We only 
gather during reunion dinner, or their 
birthday, during occasions. When we live 
together these 10 years, I slowly understand 
her, her habits. Because my father and 
mother, they prefer sons over daughters. 
They don’t think highly of daughters. They 
love their sons very much. So, their 




CG19 Patience, this is one thing I’ve learnt, cause 
I’m a very impatient person by nature. I 
think I’ve had learned to be so much more 
patient, as a result of being with my mother-
in-law. It’s taught me what compassion 
really is. A certain amount of altruism 
involved because you’re learning to give, 
knowing that there’s nothing in return. You 
give because you want to make somebody 
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• To preview the caregiver video with the participant 
(30minutes). 
• To develop an individualised care plan with 
caregiver (30minutes). A copy of the caregiver care 
plan to be given to the participant.  
 
0-1 Care plan • To understand frequent causes of stress and worry, 
and to discuss strategies to cope with the stress and 
worry (e.g. stressed and worried when patient is not 
well – plan: pray when patient is unwell). 
• To discuss types of relaxing activities the caregivers 
used to enjoy, and to engage in the activity (e.g. 
Swimming and running – plan: to run at least once a 
week). 
• To understand frequent causes of frustrations, and 
strategies to overcome be taken (e.g. mother [the 
patient] throwing temper tantrum – plan: to take a 
deep breath, calm down, and try not be affected by 
mother losing her temper). 
• To cope with depression and anticipatory grief (e.g. 
talk to family members or friends when feeling sad). 
• The frequency of communicating with the patient 
beyond superficial greetings (e.g. three times a 
week). 
• The appropriate timings to spend more time 
communicating with the patient (e.g. at evening 
after dinner). 
• To discuss strategies to communicate and/or share 
feelings with the patient (e.g. share about my day 
with the patient). 
• To discuss source of social support (e.g. spouse) 
• To discuss on other possible sources of social 
support and how to seek support (e.g. sisters - can 
share problems with them when they visit the 
patient during weekends). 
• To understand knowledge on ACP and ways to 
discuss ACP with the patient.  
To provide information on additional community 
resources if required. 
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0-1 Online 
forum 
• To obtain caregivers’ email address after the face-
to-face session and invite caregiver to the online 
forum. 
• To give a brief introduction on the purpose and 
content of the online forum. 
 
3 and 6 Telephone 
follow-up 
 
• To ask whether the caregiver had commenced the 
care plan, taken strategies to relief stress, reduced 
frustration and depression, and improved their 
coping with the caregiving.  
• To evaluate if those strategies were useful for the 
caregiver. If not useful, to suggest alternate methods 
for the caregiver. 
• To encourage self-care and regularly engagement in 
activities that they found relaxing.  
• To evaluate if the communication strategies were 
useful for the caregiver. If the strategies were not 
useful, to suggest alternative methods for the 
caregiver. 
• To convey concern to caregivers by asking how 
they have been coping, and to provide social and 
emotional support. 
• To inform caregiver on the topics discussed in the 
online forum. If the caregiver has commented on the 
forum, to follow up with the questions. 
• To ask if caregiver had any further information they 
required on community resources. 	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Stress And Depression scale 
 
S.H. Lovibond & P.F. Lovibond (1995) 
  
Please read each statement and circle a number which indicates how much the 
statement applied to you over the past week. 
 
0 = Not at all     1 = Somewhat 
2 = Quite a bit    3 = Very much 
 
 








1. I found it hard to wind down 0 1 2 3 
2. I couldn't seem to experience any positive 
feeling at all 
0 1 2 3 
3. I found it difficult to work up the initiative to 
do things 
0 1 2 3 
4. I tended to over-react to situations 0 1 2 3 
5. I felt that I was using a lot of nervous energy 0 1 2 3 
6. I felt that I had nothing to look forward to 0 1 2 3 
7. I found myself getting agitated 0 1 2 3 
8. I found it difficult to relax 0 1 2 3 
9. I felt down-hearted and blue 0 1 2 3 
10. I was intolerant of anything that kept me from 
getting on with what I was doing 
0 1 2 3 
11. I was unable to become enthusiastic about 
anything 
0 1 2 3 
12. I felt I wasn't worth much as a person 0 1 2 3 
13. I felt that I was rather touchy 0 1 2 3 
14. I felt that life was meaningless 0 1 2 3 
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Chinese version of the Stress And Depression scale 
情緒自評量表  
 








0 = 一點都沒有     1 = 有一些 









1. 我覺得很難讓自己安靜下來 0 1 2 3 
2. 我好像不能再有愉快、舒暢的感覺 0 1 2 3 
3. 我感到很難自動去開始工作 0 1 2 3 
4. 我對事情往往作出過敏反應 0 1 2 3 
5. 我覺得自己消耗很多精神 0 1 2 3 
6. 我覺得自己對將來沒有甚麼可盼望 0 1 2 3 
7. 我感到忐忑不安  0 1 2 3 
8. 我感到很難放鬆自己 0 1 2 3 
9. 我感到憂鬱沮喪 0 1 2 3 
10. 我無法容忍任何阻礙我繼續工作的事情 0 1 2 3 
11. 我對任何事也不能熱衷 0 1 2 3 
12. 我覺得自己不怎麼配做人 0 1 2 3 
13. 我發覺自己很容易被觸怒 0 1 2 3 
14. 我感到生命沒有價值 0 1 2 3 
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General Closeness Scale (GCS) 
 
D.J. Mangen & G.J. Westbrook (1988) 
 
 
Please read each statement and circle a number which indicates your relationship with 
your loved one over the past week. 
 
0 = Not at all     1 = Somewhat 
2 = Quite a bit    3 = Very much 
 
 








1. Taking everything into consideration, how 
close do you feel is the relationship between 
yourself and _____? 
1 2 3 4 
2. How is communication between yourself and 
____ - How well can you exchange ideas or talk 
about things that really concern you? 
1 2 3 4 
3. In general, how similar are your views about 
life to those of ____? 
1 2 3 4 
4. Generally, how well do you and ____ get along 
together? 
1 2 3 4 
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0 = 一點都沒有     1 = 有一些 











1 2 3 4 
2. 你和病患者的沟通如何 – 你们可以交换意见
, 或谈论使你忧虑的事情? 
1 2 3 4 
3. 一般性, 你和病患者对人生看法有多相同? 1 2 3 4 
4. 一般性, 你和病患者相处的有多良好? 1 2 3 4 
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Self-Efficacy in Self-Care Scale – Revised version (SESCS) 
 
A.M. Steffen, C. McKibbin, M.Z. Antonette, D. Gallagher-Thompson & A. Bandura 
(2002) 
 
We are interested in how confident you are that you can keep up your own activities 
and also respond to caregiving situations. Please think about each one and tell me how 
confident you are that you could do each item.  Rate your degree of confidence from 0 
to 10 where a 0 confidence means that you cannot do it at all, a 5 confidence means 
that if you gave it your best effort, chances are about 50-50 that you could perform the 
activity, and a 10 confidence means you are certain you can do it.  
 
0 1 2 3 4 5 6 7 8 9 10 
Cannot do            Moderately                      Certain 
at all                                certain can do                                can do 
 
Self efficacy for obtaining respite Score 
1. How confident are you that you can ask a friend/family member to 
stay with ___ for a day when you need to see the doctor yourself? 
 
2. How confident are you that you can ask a friend/family member to 
stay with ___ for a day when you have errands to be done?  
 
3. How confident are you that you can ask a friend or family member to 
do errands for you?  
 
4.  How confident are you that you can ask a friend/family member to 
stay with ___ for a day when you feel the need for a break?  
 
5. How confident are you that you can ask a friend/family member to 
stay with ___ for a week when you need the time for yourself? 
 
Self-Efficacy for controlling upsetting thoughts about caregiving  
6. How confident are you that you can control thinking about unpleasant 
aspects of taking care of ___?   
 
7. How confident are you that you can control thinking how unfair it is 
that you have to put up with this situation (taking care of  ___)?  
 
8. How confident are you that you can control thinking about what a 
good life you had before ___’s illness and how much you’ve lost? 
 
9. How confident are you that you can control thinking about what you 
are missing or giving up because of ___? 
 
10. How confident are you that you can control worrying about future 
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Chinese version of the Self-Efficacy in Self-Care Scale – Revised version (SESCS) 
自我效能量表  
 

















0 1 2 3 4 5 6 7 8 9 10 
完全做         有一半     一定 
不到    信心可以做到    得到 
 

























7. 按你現在的習慣和能力，你有多大信心可以令自己唔去諗噃，  
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Rewards of Caregiving (RC) 
 
P. Archbold & B. Stewart (1996) 
 
 
The following questions deal with the potential benefits caring has had for you.  
Please circle the number that represents your views about these benefits. 
 
0 = Not at all     1 = A little bit   2 = Somewhat 
3 = Quite a bit    4 = Very much 
 











1. Does caring for your relative/friend help you feel 
like you are doing something important? 
0 1 2 3 4 
2. Does caring for him/her help you feel good about 
yourself? 
0 1 2 3 4 
3. Is it rewarding because you feel you make life a 
little easier for your relative/friend? 
0 1 2 3 4 
4. Does caring for him/her add meaning to your 
life? 
0 1 2 3 4 
5. Does caring for your relative/friend give you a 
sense of accomplishment? 
0 1 2 3 4 
6. Is just ‘being there’ for him/her rewarding to 
you? 
0 1 2 3 4 
7. Have you personally grown as a result of being a 
caregiver? 
0 1 2 3 4 
8. Do you feel glad that you are the one who is 
providing care to your relative/friend? 
0 1 2 3 4 
9. Is caring for your relative/friend rewarding 
because it makes him/her happy? 
0 1 2 3 4 
10. Is it rewarding to know that you are helpful to 
your relative/friend? 
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Chinese version of the Rewards of Caregiving (RC) 
照護的好處  
 








0 = 一點都沒有  1 = 一點點   2 = 有一些 














0 1 2 3 4 
2. 照護他(她),是否有助於你覺得自己比 較好? 0 1 2 3 4 
3. 由於你讓他(她)的生活上過了好些,因 此你覺
得是值得的? 
0 1 2 3 4 
4. 對他(她)的照護,是否增加了你生活中 的意
義? 
0 1 2 3 4 
5. 由於對他(她)的照護,給了你一種成就 感? 0 1 2 3 4 
6. 僅僅因為 -”陪伴在他(她)身邊”, 讓你 覺得很
值得? 
0 1 2 3 4 
7. 你個人是否因為成為一個照護者而有 所成
長? 
0 1 2 3 4 
8. 因為你是照護他(她)的人而感到高興? 0 1 2 3 4 
9. 照護家人是值得的,因為這會令他(她) 高興? 0 1 2 3 4 
10. 因為知道你對於他(她)是有幫助的,而 感到
值得的? 
0 1 2 3 4 
 






0 = Not at all     1 = A little bit   2 = Somewhat 
3 = Quite a bit    4 = Very much 
 











1. Advance care planning 0 1 2 3 4 
2. Respite care 0 1 2 3 4 
3. Home help services 0 1 2 3 4 
4. Websites on caregiver self-help (Eg. palliative 
and hospice care, caregiver programmes, and 
management of emotions) 
0 1 2 3 4 
5. Managing death of patient 0 1 2 3 4 






Chinese version of knowledge  
 
0 = 一點都沒有  1 = 一點點   2 = 有一些 











1.	  预先护理计划	   0	   1	   2	   3	   4	  
2.	  喘息服务	   0	   1	   2	   3	   4	  
3.	  家务助理服务	   0	   1	   2	   3	   4	  
4.	  照顾者网站	  (例如:	  善终服务,	  照顾者课程,	  和情绪
管理)	  
0	   1	   2	   3	   4	  
5.	  处理病患者逝世	   0	   1	   2	   3	   4	  
6.	  丧亲之痛的支持	   0	   1	   2	   3	   4	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Relationship to the patient:_______________________________________________ 
Education level: _______________________________________________________ 
Employment/profession:_________________________________________________ 
Presence of chronic illness (eg. hypertension, high cholesterol, diabetes): 
_____________________________________________________________________ 
Household income per capital:____________________________________________ 
Duration of caregiving (number of months):_______________________________ 
Have a live-in domestic helper: Yes / No 






Diagnosis/date of diagnosis:______________________________________________ 
Duration with the home hospice:__________________________________________ 
Frequency and duration of in-patient hospitalisation in the last 2 months, and the 
reasons:______________________________________________________________ 
ECOG performance status:  
0 Fully active, able to carry on all pre-disease performance without restriction  
1 Restricted in physically strenuous activity but ambulatory and able to carry out 
work of a light or sedentary nature, e.g., light house work, office work  
2 Ambulatory and capable of all selfcare but unable to carry out any work activities. 
Up and about more than 50% of waking hours  
3 Capable of only limited selfcare, confined to bed or chair more than 50% of waking 
hours  
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如有任何慢性疾病	  (例如高血压,	  高胆固醇,糖尿病)?:	  ________________________________	  
家庭收入(人均):	  _________________________________________________________________________	  
您是否曾長期協助照顧生病的家人或朋友？0£無.  1 £是，多長時間：       月 
女佣:	  有	  /	  没有	  










0活跃 1能做基本工作	  2能走和照顾自己	  3限制床或椅子	  4完全不能照顾自己	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National University of Singapore Institutional Review Board (NUSIRB) ethical 
approval (phase 2) 
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Appendix 20 
 
Singhealth’s Centralised Review Institutional Review Board (CRIB) ethical 
approval (phase 2) 
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Appendix 21a 
 
Participant information sheet and consent form (NUS IRB) (phase 2) 
 
 
PARTICIPANT INFORMATION SHEET  
& CONSENT FORM 
 
1. Project title  
An evaluation of the effectiveness of a psychoeducation intervention for family 
caregivers of people with advanced cancer in Singapore 
 
2. Principal Investigator 
Mabel Leow Qi He,  
PhD (Nursing) candidate, National University of Singapore, Alice Lee Centre for 




Sally Chan Wai-Chi (Supervisor),  




Chan Moon Fai (Co-supervisor),  




3. What is the purpose of this research?   
You are invited to participate in a research study. This information sheet provides you 
with information about the research. The Principal Investigator or her representative 
will also describe this research to you and answer all of your questions. Read the 
information below and ask questions about anything you don’t understand before 
deciding whether or not to take part. 
 
The purpose of the research is to evaluate the effectiveness of a psychoeducation 
programme on quality of life (QOL), social support, self-efficacy, psychological well-
being, communication, and knowledge on community resources of family caregivers. 
 
This study comprises a survey questionnaire component and a face-to-face interview 
component for selected participants.  
 
4. Who can participate in the research? What is the expected duration of my 
participation? What is the duration of this research? 
You will be eligible for to participate in this research if you are:  
• Family member of a person in home palliative care 
• Spend at least 20 hours caring for the patient every week 
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• The patient has a prognosis of at least 3 months as determined by the primary 
physician;  
• You are 21 years old and above; and 
• Able to understand English, and communicate in English or Mandarin. 
 
You will not be eligible for to participate in this research if you are:  
• A caregiver with any known cognitive impairment or mental illness; or 
• A caregiver of a terminally ill child (below age 21) ; or 
• A domestic helper. 
 
You will be withdrawn from the study if any of the following occurs: 
• You choose to withdraw from the study; or 
• The person in which you are caring for pass away or is sent to an inpatient 
facility permanently 
 
You will be involved in 3 surveys, over a period of 8 weeks. 20 participants from the 
intervention group will be invited to participate in an additional face to face interview. 
The first survey will take about 30-40 minutes of your time. Subsequent surveys (2nd 
and 3rd survey) will take 20-30 minutes and will be conducted over the phone. If you 
are selected for the face-to-face interview, the researcher will arrange to meet you 
after the 3rd survey. The face-to-face interview will take about 30-60 minutes. The 
entire research study will be conducted over 1 year. 
 
5. What is the approximate number of participants involved? 
138 participants will be involved in the survey study. 20 participants will be involved 
in the interview. 
 
6. What will be done if I take part in this research? 
You will be requested to answer a set of questionnaire survey form three times. The 
first survey will be done upon signing the consent form. The second survey will take 
place at week 4, and the third survey at week 8. The survey will be conducted in 
English or Mandarin. After obtaining your consent, you will be allocated to “control” 
or “intervention group”  
 
For participants in the control group, you will be expected to complete three surveys 
only.  
 
For participants in the intervention group, an appointment will be made within one 
week to conduct the intervention. The intervention consists of a 1-hour face to face 
session, a video CD (VCD), two telephone follow ups, and participation in an online 
social support group. During the 1-hour face to face session, the researcher will go 
through the contents of the VCD with you, followed by discussion and questions. The 
VCD will teach strategies to cope with negative emotions experienced by caregivers, 
communication with your loved one, and information on social services. The first 
telephone follow up will take place 3 weeks after the first survey, and the second 
telephone follow up will take place 6 weeks after the first survey. The telephone 
follow up will last 15-20 minutes, and the content would include whether you have 
employed the techniques taught in the intervention, and to answer any queries you 
may have regarding the intervention. The videotape will be about 30 minutes long. 
The online social support group will be a closed group for invited caregivers. You 
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will be expected to visit the group once every fortnight, and post and comments or ask 
questions you have regarding caregiving. 
 
For participants who participate in the face-to-face interview, the interview will be 
audio-recorded. If you are invited to participate in the interview, you will be informed 
after the second survey. The face-to-face interview will take place in your home, or 
anywhere that is convenient for you. The interview will be conducted in English or 
Mandarin.If you refuse to participate in the interview or do not agree to the audio-
taping/recording of the interview, you will be excluded from the interview component 




7. How will my privacy and the confidentiality of my research records be 
protected? 
Only the principal investigator has your identifiable information (e.g. name, contact 
number and address) and this will not be released to any other person, including 
members of the research team. Identifiable information will never be used in a 
publication or presentation. All your survey questionnaires will be coded (i.e. only 
identified with a code number) at the earliest possible stage of the research. Data from 
the face-to-face interview will be audio recorded and transcribed. Data from the coded 
survey questionnaire and interview transcripts may be assessed by members of the 
research team only. 
 
The list of identifiable information with the code numbers, data from the survey 
questionnaire, and the audio recording will be kept in a locked cabinet in the Alice 
Lee Centre for Nursing Studies, to ensure that research data is kept confidential. Data 
will be kept for 10 years, and will be destroyed thereafter.  
 
8. What are the possible discomforts and risks for participants? 
The survey component involves the completion of a set of questionnaires and an 
interview for selected participants. There is no foreseeable or predicted physical or 
psychological risk, harm, and/or discomfort in the participation of this part of the 
study.  
 
However, if you are involved in the interview component, it is possible that the 
questions asked in the interview may elicit discomfort or stress. In such an event, you 
may choose to have a break or to discontinue from the interview. The investigator 
would accompany you until you settle down, and listen to you if you would like to 
talk about the event. With your consent, the investigator will inform the nurse in-
charge on the incident, and the nurse in-charge will follow up with you immediately if 
you state that you require so, or otherwise, on the next visit. The PI is adequately 
trained to these situations as she is a registered nurse, and has conducted previous 
studies that involve interviewing hospice patients and caregivers. After referral to the 
nurse in-charge, the nurse in-charge may refer you to obtain professional counselling 
if they think that it is necessary, or you may request for professional counselling from 
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9. What is the compensation for any injury? 
There will be no compensation of injury as injury, risk or harm is not anticipated in 
the survey component of the study.  Emotional discomfort may be anticipated in the 
interview component of the study. 
 
10. Will there be reimbursement for participation? 
Participants will be reimbursed $10 for the completion of the second survey, and $10 
upon completion of the third survey. For participants in the face-to-face interview, 
they will be reimbursed an additional $10. All participants will receive a video CD 
(VCD). Participants in the intervention group will receive the VCD at the start of the 
study, and participants in the control group will receive the VCD at the end of the 
study. Participants who choose to drop out from the research study, or are withdrawn 
from the study (due to bereavement or that the patient is sent to an inpatient facility 
permanently), after the first survey will not receive any reimbursement. 
 
11. What are the possible benefits to me and to others?  
You will be able to learn strategies for coping with the negative emotions experienced 
by caregivers, communication with your loved one, and information on social services. 
For participants in the control group, apart from receiving the VCD at the end of the 
research study, the researcher will also go through the video with you and answer any 
queries you may have, if you are willing. The study will also help improve the 




12. Can I refuse to participate in this research? 
Yes, you can. Your decision to participate in this research is voluntary and completely 
up to you. You can also withdraw from the research at any time without giving any 
reasons, by informing the principal investigator. All data collected will be retained if 
you consent to it. 
 
13. Whom should I call if I have any questions or problems? 
Please contact the Principal Investigator, Mabel Leow at telephone 97420543 or 
email mabel.leow@nus.edu.sg) for all research-related matters and in the event of 
research-related injuries. 
 
For an independent opinion regarding the research and the rights of research 
participants, you may contact a staff member of the National University of Singapore 
Institutional Review Board (Attn: Mr Chan Tuck Wai, at telephone 6516 1234 or 
email at irb@nus.edu.sg). 
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Consent Form 
Project title: An evaluation of the effectiveness of a psychoeducation intervention for 
family caregivers of people with advanced cancer in Singapore 
 
Principal Investigator with the contact number and organization: 
Mabel Leow Qi He,  
MSc (Nursing) student, National University of Singapore, Alice Lee Centre for 
Nursing Studies.   
Tel: 97420543 
 
I hereby acknowledge that: 
1. My signature is my acknowledgement that I have agreed to take part in the above 
research.  
2. I have received a copy of this information sheet that explains the use of my survey 
data in this research. I understand its contents and allow my research data for the 
use of this research. 
3. I can withdraw from the research at any point of time by informing the Principal 
Investigator and all my research data will be discarded. 
4. I agree/do not agree* for my research data to be kept if I withdraw from the 
research. 
5. I agree/do not agree* to participate in the face-to-face interview which will be 
audio-recorded. 
6. I will not have any financial benefits that result from the commercial development 
of this research. 
 
*please indicate as appropriate 
 
**This research has been explained to me in _________________ (state language), 








Name and Signature (Consent Taker) Date 
 
_______________________________ _________ 
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Appendix 21b 
 





























如果您完成第二次调查, 您将收到 $10. 如果您完成第三次调查, 您将收到多 $10. 










究的问题，您能随时联络琪合, 电话: 97420543. 
 
谢谢您的参与及合作 
调查员    琪合  








Participant information sheet and consent form (CIRB) (phase 2) 
 
 
PARTICIPANT INFORMATION SHEET 
 
 
You are being invited to participate in a research study. 
 
Before you take part in this research study, the study must be explained to you and you must 
be given the chance to ask questions. Please read carefully the information provided here. If 
you agree to participate, please sign the informed consent form. You will be given a copy of 
this document to take home with you. 
 
STUDY INFORMATION 
Protocol Title:  
A RCT of the Effectiveness of a Psychoeducation Intervention on Quality of Life, Social 
Support, Self-efficacy, Psychological Well-being, and Communication of Family Caregivers 
of People with Advance Cancer in Singapore 
 
Principal Investigator: 
Mabel Leow Qi He,  
PhD candidate, National University of Singapore, Alice Lee Centre for Nursing Studies.   




Professor Sally Chan Wai Chi 
Professor and Head, Alice Lee Centre for Nursing Studies, Yong Loo Lin School of Medicine 
National University of Singapore 
Tel: 65165088 
 
Dr Tony Chan Moon Fai 
Associate Professor, Alice Lee Centre for Nursing Studies, Yong Loo Lin School of Medicine 




Dr Shirlynn Ho 




Ministry of Health Nursing Reasearch (MOHNRC) grant 
 
PURPOSE OF THE RESEARCH STUDY 
You are being invited to participate in a research study on a psychoeducation programme for 
home caregivers of people with advanced cancer. We hope to evaluate its impact on 
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caregivers’ quality of life, social support, self-efficacy in self-care, reducing negative 
emotions, improve communication with patient on end of life issues, and providing caregivers 
with information on advance care planning and community resources. You were selected as a 
possible subject in this study because you are the family member of a person a palliative 
home care; spend at least 20 hours with the patient every week; The patient has a prognosis of 
at least 3 months as determined by the primary physician; You are 21 years old and above; 
and Able to understand English and communicate in English or Mandarin.  
 
This study will recruit 138 subjects from the National Cancer Centre, HCA hospice care, and 
Metta hospice, over a period of 1 year. 138 participants will be involved in the survey study, 
of which 20 participants will be involved in a face-to-face interview. 
 
STUDY PROCEDURES AND VISIT SCHEDULE 
If you agree to take part in this study, you will be randomised to receive the caregiver 
programme, or the control group.  Randomisation means assigning you to one of 2 groups 
(control or intervention) by chance, like tossing a coin or rolling dice. For participants in the 
control group, you will receive the usual care that is provided to you. For participants in the 
intervention group, the intervention will be conducted after the baseline survey is conducted.  
The intervention consists of a 1-hour face to face session, a video CD (VCD) and two 
telephone follow ups, and participation in an online social support group. During the 1-hour 
face to face session, the researcher will preview the VCD with you. The videotape will be 
about 30 minutes long. This will be followed by discussion and questions. The first telephone 
follow up will take place 3 weeks after baseline measure, and the second telephone follow up 
will take place 6 weeks after baseline measure. The telephone follow up will last 15-20 
minutes, and the content would include whether you have employed the techniques taught in 
the intervention, to answer any queries you may have regarding the intervention, and to 
provide social support if required. The online social support group will be a closed group for 
invited caregivers. You will be expected to visit the group once every fortnight, and post and 
comments or ask questions you have regarding caregiving. 
 
All participants will be asked to fill up a set of questionnaire survey form three time. The first 
survey will be done upon signing the consent form, and the 2nd survey will take place at week 
4, and the 3rd survey at week 8. The 2nd and 3rd survey will be conducted by phone. Your 
participation in the study will last 8 weeks. The first survey will take 30-40min, and the 
subsequent survey will take about 20-30 minutes of your time. 
 
20 participants from the intervention group will be invited to participate in an additional face 
to face interview. The researcher will arrange to meet up with you. The face-to-face interview 
will take about 30-60 minutes.  
 
Schedule of visits and procedures:  
Visit 1: Obtaining consent and survey 
Telephone 1: Week 4 (Survey) 
Telphone 2: Week 8 (Survey) 
 
For intervention group:  
Visit 1: Obtaining consent, survey, and then face to face session of intervention 
Telephone 1: Phone call at week 3 to follow up on intervention 
Telephone 2: Week 4 (Survey) 
Telephone 3: Phone call at week 6 to follow up on intervention 
Telphone 4: Week 8 (Survey) 
Online social support group: Once every 2 weeks 
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YOUR RESPONSIBILITIES IN THIS STUDY 
If you agree to participate in this study, you should:  
§ Be prepared to meet with the researcher once, and undergo all the procedures that are 
outlined above. 
 
WITHDRAWAL FROM STUDY 
You are free to withdraw your consent and discontinue your participation at any time without 
prejudice to you or effect on your medical care. If you decide to stop taking part in this study, 
you should tell the Principal Investigator. 
 
Your doctor, the Principal Investigator may stop your participation in the study at any time for 
one or more of the following reasons 
§ Failure to follow the instructions of the Principal Investigator and/or study staff.  
§ The person in which you are caring for pass away or is sent to an inpatient facility 
permanently. 
 
WHAT IS NOT STANDARD CARE OR EXPERIMENTAL IN THIS STUDY 
The study is being conducted because this caregiver programme is not yet a standard for home 
caregivers. We hope that your participation will help us to determine whether the caregiver 
programme will benefit home caregivers. 
 
POSSIBLE RISKS, DISCOMFORTS AND INCONVENIENCES 
The survey component involves the completion of a set of questionnaires and an interview for 
selected participants. There is no foreseeable or predicted physical or psychological risk, 
harm, and/or discomfort in the participation of this part of the study.  
 
If you are involved in the interview component, it may be possible that the questions asked in 
the interview may elicit discomfort or stress. In such an event, you may choose to discontinue 
from the interview. The investigator would accompany you until you settle down, and listen 
to you if you would like to talk about the event. With your consent, the investigator will 
inform the healthcare organisation on the incident, and a healthcare professional will follow 
up with you immediately if you state that you require so, or as soon as possible. The PI is 
adequately trained to handle these situations as she is a registered nurse, and have done 
previous research which involves interviewing of hospice patients and caregivers.  
 
POTENTIAL BENEFITS 
If you participate in this study you may reasonably expect to benefit from the study 
intervention in the following way:  
• You will be able to learn to cope with the emotional aspects of caregiving, experience 
better communication with your loved one, and gain knowledge on community 
resources. For caregivers in the intervention group, they will receive the video CD at 
the start of the research study. For caregivers in the control group, they will receive the 
video CD at the end of the study.  
• The study will also help improve the caregiver programme which will benefit future 
caregivers.   
 
SUBJECT’S RIGHTS  
Your participation in this study is entirely voluntary. Your questions will be answered clearly 
and to your satisfaction.  
 
In the event of any new information becoming available that may be relevant to your 
willingness to continue in this study, you or your legal representative will be informed in a 
timely manner by the Principal Investigator or his/her representative. 




You have the right to refuse to allow your tissues to be studied now or saved for future study. 
By signing and participating in the study, you do not waive any of your legal rights to revoke 
your consent and withdraw from the study at any time. 
 
CONFIDENTIALITY OF STUDY AND MEDICAL RECORDS 
Information collected for this study will be kept confidential. Your records, to the extent of 
the applicable laws and regulations, will not be made publicly available. Only your 
Investigator(s) will have access to the confidential information being collected. 
 
However, the Regulatory Agencies, Institution Review Board and Ministry of Health will be 
granted direct access to your original medical records to check study procedures and data, 
without making any of your information public. By signing the Informed Consent Form 
attached, you or your legal representative is authorizing such access to your study and medical 
records. 
 
Data collected are the property of the National University of Singapore. In the event of any 
publication regarding this study, your identity will remain confidential. 
 
COSTS OF PARTICIPATION 
You will be reimbursed for your time as follows:  
• If you complete the study, you will be paid $20. If you participate in an additional face 
to face interview (for participants in the intervention group), you will receive an 
additional $10.  
• If you do not complete the study for any reason, you will be paid $10 if you complete 
one posttest survey. 
 
RESEARCH RELATED INJURY AND COMPENSATION 
As injury, discomfort, risk or harm is not anticipated in the survey component of the study. 
Emotional discomfort may be anticipated in the interview component of the study. There will 
be no compensation of injury.  
 
By signing this consent form, you will not waive any of your legal rights or release the parties 
involved in this study from liability for negligence.  
 
WHO TO CONTACT IF YOU HAVE QUESTIONS 
If you have questions about this research study and your rights or in the case of any injuries 
during the course of this study, you may contact the Principal Investigator, Mabel Leow, at 
hp:97420543  
 
If you have questions about the study or your rights as a participant, you can call the 
SingHealth Centralised Institutional Review Board, which is the committee that reviewed and 
approved this study, the telephone number is 6323 7515 during office hours (8:30 am to 
5:30pm). 
 




CONSENT BY RESEARCH SUBJECT 
Details of Research Study 
Protocol Title: 
A RCT of the Effectiveness of a Psychoeducation Intervention on Quality of Life, Social Support, 
Self-efficacy, Psychological Well-being, and Communication of Family Caregivers of People with 
Advance Cancer in Singapore 
Principal Investigator: 
Mabel Leow Qi He,  
MSc(Nursing) student, National University of Singapore, Alice Lee Centre for Nursing Studies.   
Level 2, Clinical Research Centre, Block MD 11, 10 Medical Drive, Singapore 117597 
Tel: 97420543 
Subject’s Particulars 
Name:        NRIC No.: 
Address: 
Sex:  Female/Male       Date of birth   _______________ 
                        dd/mm/yyyy                     
Race:  Chinese/ Malay/ Indian /Others (please specify)   ________________________       
 
Part I  
 
I, _____________________________________(NRIC/Passport No._______________________) 
                   (Name of patient) 
agree to participate in the research study as described and on the terms set out in the Patient 
Information Sheet. The nature of my participation in the proposed research study has been 
explained to me in   
 
_______________________ by Dr/Mr/Ms ______________________________  
       (Language / Dialect)                                        (Name of healthcare worker) 
 
I have fully discussed and understood the purpose and procedures of this study. I have been given 
the Participant Information Sheet and the opportunity to ask questions about this study and have 
received satisfactory answers and information.  
 
I understand that my participation is voluntary and that I am free to withdraw at any time, without 
giving any reasons and without my medical care being affected.  
 
I also give permission for information in my medical records to be used for research. In any event 
of publication, I understand that this information will not bear my name or other identifiers and that 
due care will be taken to preserve the confidentiality of this information. 
 
 
____________________________________                                  ________________________ 
  [Signature/Thumbprint (Right / Left) of participant]                                             (Date of signing) 
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Part II – to be filled by parent / legal guardian / legal representative, where applicable 
 
I, ___________________________ hereby give consent for the above participant to participate in  
            (parent / legal guardian) 
the proposed research study.  The nature, risks and benefits of the study have been explained 
clearly to me and I fully understand them. 
 
   
 
______________________________________________ ___________________ 
  [Signature/Thumbprint (Right / Left) of parent /legal guardian]                           (Date of signing) 
 
Part III – to be filled witness, where applicable 
 
An impartial witness should be present during the entire informed consent discussion if a subject or 
the subject’s legally acceptable representative is unable to read. After the written informed consent 
form and any written information to be provided to subjects, is read and explained to the subject or 
the subject’s legally acceptable representative, and after the subject or the subject’s legally 
representative has orally consented to the subject’s participation in the study and, if capable of 
doing so, has signed and personally dated the consent form, the witness should sign and personally 
date the consent form.  
 
Witnessed by: ________________________________ ________________________ 




 ________________________________ ________________________ 
  (Signature of witness)  (Date of signing) 
   
Part IV– Investigator’s Statement 
 I, the undersigned, certify to the best of my knowledge that the patient/patient’s legally acceptable 
representative signing this informed consent form had the study fully explained and clearly 




________________________ _______________________ ________________ 
         Name of Investigator  Signature   Date 
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Appendix 23 
 




I am a MSc (Nursing) student from the Alice Centre of Nursing Studies, Yong Loo 
Lin School of Medicine, National University of Singapore. I am currently doing a 
research project on the “An evaluation of the effectiveness of a psychoeducation 
intervention for family caregivers of people with advanced cancer in Singapore”. My 
supervisor is Professor Sally Chan, and my co supervisor is Dr Tony Chan. 
 
I would like to invite you to participate in the project. 
 
Purpose: The research aims to evaluate the effectiveness of a psychoeducation 
programme on quality of life (QOL), social support, and spirituality of family 
caregivers of people with advanced cancer. 
 
What will be done if I take part in this project?   
You will participate in a survey questionnaire and complete a similar set of 
questionnaires at two time points. The first survey will be done upon signing the 
consent form, and the second survey will take place about 2 months later. Each survey 
is expected to take 30-45 minutes. After obtaining your consent, you will be allocated 
to either control or intervention group.  
For participants in the control group, you will be expected to complete two surveys 
only. 
 
For participants in the intervention group, an appointment will be made within one 
week to conduct the intervention. The intervention consists of a 1-hour face to face 
session, a video CD (VCD) and two telephone follow ups. During the 1-hour face to 
face session, the researcher will go through the contents of the VCD with you, 
followed by discussion and questions. The first telephone follow up will take place 3 
weeks after the first survey, and the second telephone follow up will take place 6 
weeks after the first survey. The telephone follow up will last 15-30 minutes, and the 
content would include whether you have employed the techniques taught in the 
intervention, and to answer any queries you may have regarding the intervention. The 
videotape will be about 30 minutes long. You can view and review the VCD at your 
own time and pace.You may also be involved in a face-to-face interview if you are 
willing to do so. The face-to-face interview will take 30-60 minutes and will be audio 
recorded. 
 
Your participation in this study is voluntary. You may stop participating in this study 
at any time. Your decision not to take part in this study or to stop your participation 
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You are eligible for the study if you meet the following criteria: 
• Family member of a person with advance cancer (stage 4) 
• Spend average 4 hours caring for the patient every day 
• The patient has a prognosis of at least 3 months as determined by the primary 
physician;  
• The patient is in a home hospice care 
• You are 21 years old and above; and 
• Able to communicate in English or Chinese (Mandarin). 
You are not eligible for the study if you are: 
• Caregiver of a terminally ill child (age below 21) with cancer; or 
• Have a known cognitive impairment or mental illness; or  
• A domestic helper. 
 
What are the possible benefits to me and to others?  
You will be able to learn strategies for coping with caregiving, obtaining help and 
support, as well as receive social support from the researcher. The study will also help 
improve the caregiver programme which will benefit future caregivers.  
 
What are the possible discomforts and risks for participants? 
This survey component of the study involves the completion of a set of questionnaires. 
There is no foreseeable or predicted physical or psychological risk, harm, and/or 
discomfort in the participation of this study.  
 
If you are involved in the interview component, it may be possible that the questions 
asked in the interview may elicit discomfort or stress. In such an event, you may 
choose to discontinue from the interview. The investigator would accompany you 
until you settle down, and listen to you if you would like to talk about the event. With 
your consent, the investigator will inform the nurse in-charge on the incident, and the 
nurse in-charge will follow up with you immediately if you state that you require so, 
or otherwise, on the next visit. The PI is adequately trained to handle these situations 
as she is a registered nurse, and have done a previous research which involves 
interviewing of hospice patients. After referral to your nurse-in-charge, the nurse-in-
charge may refer you to obtain professional counselling if the nurse thinks that it is 
necessary, or you may request for professional counselling from the nurse-in-charge. 
 
How will my privacy and the confidentiality of my research records be 
protected? 
Your information collected for this study will be kept confidential. Your data, names, 
contact information, and address, to the extent of the applicable laws and regulations 
will not be made publicly available. All the data will be stored in a locked cabinet at 
the Alice Lee Centre for Nursing Studies 5 years, and be destroyed thereafter.  
If you have any queries regarding the research, you may contact me by phone or 
email: 
Mabel Leow - Hp: 97420543, email: mabel.leow@nus.edu.sg 
 
Thank you for your interest in this research project.  
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Appendix 24 
 
Methodological documentation (phase 2) 
 
 Aim Steps taken 
1 Recruit participants The staff in the healthcare organisations (HCA hospice 
care, Metta hospice, Agape Methodist Hospice, 
Singapore Cancer Society and National Cancer Centre) 
were briefed on the aims and objectives of the study, the 
participant inclusion and exclusion criteria, and the 
participant recruitment procedure, to enable them to 
understand their role in the recruitment of participants. 
The briefing took place in the form of a PowerPoint 
presentation during their team meeting, and the staff 
were able to clarify any doubts they might have. The 
staff were also given an information sheet, which 
contained the primary investigator’s contacts, participant 
inclusion and exclusion criteria, and the participant 
recruitment procedure. The staff would identify the 
potential participants, give brief verbal information and a 
letter of invitation to the selected participants, and asked 
if they were willing to participate in the study. The staff 
would inform the researcher if a caregiver was willing to 
participate in the study, and gave the potential 
participant’s contact to the researcher.  
 
The researcher also participated in the monthly caregiver 
programmes conducted by the HCA hospice care to 
recruit participants. The researcher would check with the 
potential participants if they met the inclusion criteria. 
2 Obtain consent Potential participants were approached, and the details of 
the research were explained. Participants could choose if 
they would like to participate in the interview if they 
were allocated to the intervention group. Participants 
recruited from HCA hospice care, Metta hospice, Agape 
Methodist Hospice and Singapore Cancer Society signed 
the National University of Singapore Institution Review 
Board (NUSIRB) consent form. Participants recruited 
from the National Cancer Centre signed the Centralised 
Institutional Review Board (CIRB) consent form. 
3 Interview the 
participants 
Participants were interviewed for about 45 to 60 
minutes. Notes were also made after the interview to 
record the researcher’s immediate impression about the 
interview. An interview guide was used to ensure that a 
standard set of questions were asked during the 
interview. During the interview, participants were 
probed on issues which the researcher did not fully 
understand. 
4 Transcription of the 
interview 
The interviews were transcribed verbatim as soon as 
possible after the interview by the interviewer.  
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5 Immersing oneself in 
the data 
The transcript was read multiple times while listening to 
the recording of the interview. 
6 Coding Interviews were coded line by line by writing the codes 
at the end of each line. Coding was done while listening 
to the interview data. Unit of the transcript that was 
related to the research question was selected and 
reviewed. The coded data was sent to the supervisor to 
check the coding of the data. 
7 Forming of initial 
categories 
Similar codes were grouped together to form categories, 
and highlighter pens were used to highlight these similar 
codes in a similar colour. Both researchers discussed the 
findings from the initial categories to ensure that both 
parties agreed on the codes and categories. 
8 Refining the 
categories 
The new list of categories and sub-heading were worked 
through to remove repetition or very similar headings to 
produce a final list. The new of categories were 
discussed, and changes were made as necessary. Each 
transcript was worked through with the list of categories 
and sub-headings, and coded according to the list that is 
agreed on. Coloured highlighting pens were used to 
distinguish between each the different categories and 
subheadings. 
9 Forming of 
subthemes 
Similar categories were grouped together to form 
subthemes. The subthemes then were compared between 
both researchers. Both researchers discussed and agreed 
on the subthemes formed. 
10 Forming of themes Subthemes were further collapsed to form the major 
themes. The themes then were compared between both 
researchers. Both researchers discussed and agreed on 
the major themes formed. 
11 Writing the results Various examples of data were selected from each 
section and rationale for links between the various 
components of the category was offered. The findings 
were written using verbatim examples of the interviews 
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Appendix 25 
Field notes (Phase 2) 
 
Description of interview settings and observations of participants during interview.  
 
The researcher is a nursing student in the National University of Singapore, and is not 
a staff of any of the home hospice organisations and the NCC. The researcher does 




Interview took place at the patient’s home. The caregiver quitted her job to care for 
the patient 24/7, and moved to the patient’s house to stay. The caregiver was 
constantly asking questions to think of ways to improve her care for the patient. 
Although the caregiver has a domestic helper, she appeared to be very hands-on and 
involved in the care of the patient. She appeared to be chatty and open to sharing. 
 
Participant 2 
Interview took place at the food court at the Singapore General Hospital as his wife 
(patient) was warded. Caregiver appeared a little anxious, perhaps due to his wife’s 
admission. However, was also glad to be able to have a break, and have someone to 
chat with. The caregiver is a dedicated caregiver who claimed to have had a very 
close relationship with the wife all these years. He is a very dedicated caregiver who 
spent all his time on caregiving. 
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Participant 3 
Interview took place at the caregiver’s home. The caregiver stayed with the father 
(patient). She appeared to be very busy juggling with her children and the caregiving. 
She claimed to have a very active social life in the past, which were all curtailed due 
to the caregiving. Although she had siblings, she claimed that they were not very 
willing to help, especially in the financial aspect. 
 
Participant 4 
Interview took place at the caregiver’s office. The caregiver stayed with the mother 
(patient). The caregiver claimed that the mother was a difficult patient with many 
demands, and often woke him up in the middle of the night, resulting in his lack of 
sleep. Brought up the issue that the project should include the character of the patient, 
as patients who were more demanding often led to higher caregiver stress, compared 
to patients who were more cooperative. 
 
Participant 5 
Interview took place at the patient’s home. The caregiver lived in Johor Bahru on 
Sundays. She shares the caregiving duties with a few of her sisters who were very 
cooperative. She had previous experience with caring for her late husband and father. 
She is less stressed and upset in this situation, as she felt that nothing could be worse 
than her previous experience on the death of her husband. 
 
Participant 6 
Interview took place at the caregiver’s home. The caregiver stayed with the father 
(patient). The interview was frequently distracted by the patient, who was shouting 
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every few minutes. The caregiver would listen, and respond at times. She felt that the 
video was especially helpful for her as a first time caregiver to preempt her of the 
scenarios that may take place. 
 
Participant 7 
Interview took place at the caregiver’s home. The caregiver stayed with the mother-
in-law (patient). The caregiver had two domestic helpers to manage the day-to-day 
care of the patient, hence she is less busy with the caregiving.  
 
Participant 8 
Interview took place at the patient’s home. The caregiver did not live with the mum 
(patient), but has plans to move in to stay with the patient in a few months. The 
caregiver is easily stressed and anxious as she always wants things to go her way. 
When her mother does not do things according to her way, she will be stressed. She 
had been living overseas, and came back recently to care for her mother. This may 
have resulted in her lack of understanding for her own mother. Also, she was very 
expressive with her feelings. This might have caused conflicts with her mother who 
does not express any feelings.  
 
Participant 9 
Interview took place at the caregiver’s void deck. The caregiver stayed with the mum 
(patient). The caregiver tries to be actively involved in the care of the patient by 
constantly seeking for information from the healthcare professionals, newspapers, and 
looks out for talks on caregiving.  
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Participant 10 
Interview took place at the caregiver’s void deck. The caregiver stayed with the mum 
(patient). The interview took place in English initially. However, at the end, it was 
mixed with Mandarin as the participant appeared to be more comfortable with 
Mandarin. The caregiver appears to have high ability of cope although he’s young (22 
years old) and have no experience with caregiving. 
 
Participant 11 
Interview took place at the caregiver’s void deck. The caregiver stays with the mum 
(patient). The caregiver found the video helpful in helping her be more aware of 
herself. I found it interesting that the caregiver found the intervention helpful because 
she was a counsellor by profession, and I would have thought that she would have 
known of all the information provided in the video. 
 
Participant 12 
Interview took place at the caregiver’s office. The caregiver stayed with the father 
(patient). Although she has a sister, she is technically alone in the caregiving as the 
sister is unable to help due to having systemic lupus erythematosus which flared up 
when she experienced slight increase in stress during caregiving.  
 
	  	   567 
Appendix 26 
 
Products of data analysis and synthesis (phase 2) 
 
Theme: Increase knowledge in caregiving 
CG Code Subtheme Theme 
CG1 All those links and all that, I probably gone 
through most of them, before you came on 
board. But this part about the symptoms 
two weeks before, or three days before, 
that I haven’t seen before in written. 
Know the signs 





CG2 Obviously previously I don't know. For 
example like, the help services which I 
don't think the hospice will provide. Now 
that I read then I know that there’s all these 






CG2 My own initiative. Sometimes we watch 
on tv, a show. Though they may be 
bluffing, but more or less, plus minus they 
also must read from somewhere in order to 
put into a show. But of course after reading 
this also much clearer. Otherwise you only 
pick up here and there, but there’s no 
reliable source. But from you I would say 
it’s reliable. You give out direct from the 
horse mouth.  
Know the signs 
of dying 
 
CG2 This one I read [ACP]. This one was 
helpful. As I put it, initially I may have 
little bit of knowledge, maybe from tv, 




CG3 Information I just take note… I don’t know 
at all about these resources in the past. Nil. 
So after you give it to me, I just looked 
through once, so I said ok now I know this 
place have this thing. So I just said in 
future I just refer to the file. So I don’t 






CG3 Whenever when I am alone, I open the file, 
then I read [the care plan], then I just think 
what I should do the next step, when the 






CG3 Yes, I practice [ACP]. So can whatever we 
on the moment that we remember to do, 
we do fast… For example like, my father 
last time he don’t want to do any 
preparation for the will. So he done it, I 
said better before anything happen you 





CG4 It [care plan] helps me to solve this and Planning for  
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that, at different emotional point… I read 
already I forget… Just think through 
myself how to solve it [my problems]. 
future issues 
 
CG4 I just ask my mum you scared to die or not. 
She said no. I said ok.. She say she want to 
have a simple funeral… So I ask if she 
want to book in Lim Chu Kang. Buy two 






CG5 If I know about this many, many years 
back, it would really help me a lot. I didn’t 
know that there are helps that even help 
you with the household chores because I 
need that the other time… I didn’t know 
that, there are helps even to take care of 
your home. To clean up and then to buy 







CG5 Whatever that she has faced, that was what 
I felt in the first time. So I can relate… For 
first timer, you definitely feel like that. So 
I can relate to what she’s feeling what I 
had felt previously. For me it’s the second 
time, third time, I don’t say I’m able to 







CG6 With that video actually know that there 
are other association or other organisation 
which can actually help… I think is good 
to, to actually expose them to all these 
[information] so that they won’t feel that 
they are alone and they can know which 






CG7 So I read. Is very interesting, very 
important that advanced care planning and 
what is involve… I think more for myself, 
this information. When the time come 
from me because we are from different 
generation. So I’m likely to implement 
most of the things here for myself … So 
far I’m well and fine so there’s no reason 
for me to really plan to the extent but I 
know when the time comes I know what I 
want… We decided ourselves [the medical 
aspect], around the siblings… Because 
she’s too old and it is too depressing to 
discuss with her. She already said that, 
time to go, then it’s time to go. So any 
further [discussion] whether to resuscitate 
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situation. Because her knowledge is not so 
deep about such things. 
CG8 Remind me that encounters with old 
parents are like that… Your video is basic 
info. It shows common encounters between 
caregivers and the patient. It’s good 
enough I think for the beginning to 
understand… Helping me to recognise 
those encounters and, and telling myself 
that there are solutions. We just have to 
look for it. In the past before I met you, or 
before I watch the video, I only knew my 
own encounters. I never talk to anyone. It 
is good, helping me know that I’m not the 
only one. There are other people 






CG8 I went through some websites. I know 
them now. Information is good because in 
the past I do not know CEL… I think 
[information] writing on a piece paper is 
good know because we from time to time, 
we can refer… I like to keep a file. So this 
is under one of the portion in my care 
file… Because I am old, I’m forgetful. I 






CG8 Yes it’s helpful, it’s [signs of dying] 
important because we never experience 
before… We’re not like a nurse, always 
seeing dying patient right. So caregivers is 
very different. We care for our own 
parents. So it is good information. 
Know the signs 
of dying 
 
CG8 I haven’t [used care plan] but I read 






CG9 Useful in the sense I understand what 
people can go through but I have not. 
There is a part my mother did go through a 
worrying period… She’s already stage four 
and then she wants to discharge. The few 
months that follows, I remember she’s not 
having good diet. Oxygen breathing she 
have some problem which we rented from 
Singapore Cancer Society. She didn’t 
breathe well but we overcome that. And if 







CG9 I find it’s [information on community 
resources] good, although I didn’t go 
further than that. Even in the papers ah, I 
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if I need follow-up… If I need to contact 
these people. Just to KIV (keep in view)… 
I want more information and then I decide 
on how to use it or how I can use it and 
because I’m one who can make use of 
information.   
CG9 I don’t know whether I need that 
[bereavement support] but I think these are 
to me useful information, because I don’t 
know how I will spring back. Resilient 
type of act. I may not need them, but I feel 






CG9 So but I think that [signs of dying] are very 
good info because we need to aware. So 
that I can look at her and she’s alright, 
she’s alright this sort of thing… I mean of 
course now the internet, there’s a lot of this 
kind of information. I don’t have time to 
search but this helps. 
Know the signs 
of dying 
 
CG11 Well I can empathise with the caregiver, 
because I do understand how frustrating it 
must be, to care for somebody who’s sick 
and then you feel that you can’t do 
anything to help. You feel helpless because 
that’s how I felt with my dad when he’s 
really really ill, and sometimes you also 
feel tired because it’s as if you’re the only 
one that’s really doing and yet everybody 
saying that you’re not doing enough that 
kind of thing. But in my case I’m luckier 
because, my siblings are very supportive. 
When I’m really, really tired, they do care 







CG11 When I saw the signs [of dying] in 
depression, I got really, really scared. So 
because it’s nearly the same, only a few 
that are different. 
Know the signs 
of dying 
 
CG11 I write journals… So yes I try to write on 






CG12 Especially the last two years, this was what 
I felt, and I didn’t know why and all that  





CG12 It will be a good information I hold on [on 
bereavement support]. Though I think my 
first approach will be my church support. 
But if let’s say wee hour of the day, then at 
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run to. 
CG12 Oh yes [signs] before death, that was very 
helpful… So I will not be at the stage of 
denial as well. Because there was one day 
suddenly my sister told me “Jie (sister) 
actually I wanted to tell you this for a long 
time. Sometimes before a patient dies, they 
will get better, then after that they…” So I 
say I’m aware because I have read this that 
you gave… Because she is in healthcare 
right so she is well-informed. For me, I 
wasn’t aware of this until I read your 
information… But the sudden get well then 
can also deteriorate right. So kind of like 
of mentally prepare.  
Know the signs 
of dying 
 
CG12 I didn’t actually put it down but I sort out 
my thoughts and all that… My sister and I 
had ever gone through it, and that thinking 
that if get worst how and all that.… Didn’t 
write it down la but maybe casually talk 
about it… So we have kind of like mental 
preparation that we are both in the same 







Theme: Reduce stress and negative emotions 
CG Code Subtheme Theme 
CG1 I like the part about the caregiver in the 
video, when she lost her temper with the 
mother. Better way of handling is, instead 
of shouting at her [the mother], she moved 
away, take a deep breath, and come back 
again. So, I did practice this once or 
twice… I just walked away. Last time I felt 
bad to walk away, I just stayed on. But I 
guess staying on makes things worse… 
Because she’s already in pain, groaning 
and all that, and then how can just go 
away. Then she will be alone. So if I 
cannot go away, then just take a deep 
breath there and then, at that point, but 









CG3 So when they are in a bad mood or we are 
in a bad mood, we have to keep away for a 







CG4 I used the parts on how to overcome the 
stress by doing my hobby. My hobby is 
cycling. So I just cycle, cycle, cycle, round 
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I find it very relieving. It’s a part of 
exercising also. 
CG4 Educational. It guide you through like 
what you encounter this event, what should 
you do… [In the frustration section] First 
of course, in general people will behave 
but how after the general people behave 
that is the, what you should do instead of 






CG4 After that the, the parents passed away, 
then they regret. This is a very important 
point that I emphasise. When she still 
alive, do the best I can, give him [her] 
whatever… No point after the person die 
then you regret, then you go and do prayer 






CG6 Yes, exercising, take a break sometimes. Adopt relaxation 
strategies 
 
CG6 Get out, take a deep breath… The part 
where take a break, think about something 
else rather than keep focusing on this… 
For me, for me is step out for a while. 






CG7 It serves as a reminder that I must not 
forget to de-stress by doing what I always 
like to do, go out. Because sometimes 
when you get too busy, you can’t go out, 
you don’t make an effort to go out, then 
you end up stressed. So when I get stress, I 
can think of the video then I say I must be 
reminded that I must make an effort to go 




CG 7 Especially the part I find very touching is 
when the daughter got impatient with the 
mother for complaining about pain from 
the whole leg… Now I understand that this 
is part of the symptoms of cancer 
advancement, and we will learn to cope 






CG8 When I, when I think about the phase of 
dying, or one day she just not waking up. 
That I will fear… In a way like reminding 
me that I have to face. I can be rou 
(Chinese: Weak) but I can be brave and, 
and more courage to face. It acts like 
reminder to me. Otherwise I’m doing the 
same thing day to day. Knowing that 
someday it will happen. But in the video 
showing me that this is natural, this is the 
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reminder. 
CG9 I think I, I identified with that because I 
went through already. So when I see the 
video, it just remind me that sort of phase 
to go through… Now she’s stable so I 
don’t go through that phase. I remember I 
also went through that sort of questions in 
mind. But now I do reflect on it, not so 
much in sad state because, but in 
anticipation meaning I expect that the 
inevitable will come. When I do reflect on 
it more factually, more systematic, that 
means less emotionally but in anticipation 
that if that happens what would I do, how 
would I react. More in the objective state 
of analysis, not so much emotion because. 
I did ask myself, would I be able to cope 
with it. Then I was thinking, whatever I 
prepare now didn’t come. When it comes, 
the sadness will well up and all that. So let 
it be. But just that, that I have the 
anticipation and is better than not having 
the anticipation. Meaning it’s prepare but 
how you react you can never anticipate. At 
that moment you can be very sad. But that 






CG10 Because if you know the signs of stress 
then you will know when is the right time 
to take a break or something. 
Aware of stress 
triggers 
 
CG11 Made me more aware of myself as a 
caregiver… What are the triggers that I 
must look out for to help myself be more 
responsive to my own needs I think. When 
I should know to stop and ask for help. 
Rather than wait for things to escalate… 
There was one part [in the video], because 
she [the caregiver in the video] really has 
no time or she’s too tired. And it’s like you 
go on and on everyday, and she’s getting 
tired. So and then with her work and so on, 
it can be very tiring. So I, feel that she 
should tell herself “Hey look, you need 
some break”. So I think it is time for you 
to ask for some help but she did not. And 
for me that was a very important thing 
because I realised that, that can also be my 
breaking point. When I feel stressed so 
much so that everything seems to be so 
negative for me 
Aware of stress 
triggers  
 
CG12 I’m a Christian. So by going to my church Adopt relaxation  
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services, prayer session really help. There 
were times whereby I thought I want to 
give up this session so that I will be there 
to fully attend to my dad. But I say no, I 
kept them… I think that keep me sane and 
keep me away from burnout, rather than 
give out everything and give all of myself 
to him when I can take gaps and pockets of 
time away from him to help me recharge 
and then maybe to also care for him 
better… No actually is after I watch the 
video, then I took these steps… I was very 
stretched and stressful and I learn to keep 
to some crucial timeslot for myself, 
solitude so called… Activities. But of 
course not as regular as involved in 
meetings like in the previous months 
before this happen. So actually the video 
helps me to pace myself. I can reduce my 
activity in church but I mustn’t cancel all 
of them. I think then I would not keep 
myself sane. 
strategies 
CG12 Especially for the last two years, my 
father’s PSA result for prostate cancer has 
not been good, it’s increasing constantly. 
So I have been like crying so much and I 
didn’t understand, and at one point, I told 
myself if my dad drag on this way, he 
doesn’t die, I will die first. Because I was 
just crying so much I can’t control it. I was 
living as if he’s dying tomorrow, and I felt 
very painful. Then I didn’t have the word 
to describe. So when I watched the video, 
it talked about anticipatory grieving. That’s 
what exactly, I have been wondering, 
“Why am I grieving but he’s alive?” So 
there is such thing as before the event. I 
thought it’s just normal if it’s after his 
death. But now he’s living with me. So that 
was really encouraging, and after watching 
the video, I find I have strength. I pick up 
the pieces, re-gather and I’m able to 
recharge and continue to care for him, love 
him… I’m realised I’m normal… Then of 
course, quietly at night at times I tear all 
that, I think I still do that but the 
anticipatory grieving is less now because I 
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Theme: Increase social support 
CG Code Subtheme Theme 
CG1 It’s good to have someone share some info, 
and then learn from each other. And also 
partly because you have some nursing 
background. So when I talk, you can 
understand what I’m doing. And 
sometimes getting some tips from you as 
well. Even though I could have done those 
things, it’s a confirmation, that what I’m 
doing is correct… In a way provides an 
avenue for sharing and maybe in the 
process can gather some tips. I’m very 
open to ideas and how, how to improve the 






CG2 When we got problems, and just keep to 
oneself, we will keep on thinking, and 
there’s nowhere to digress. You only feel 
miserable, if there’s no way for you to, to 
do the post mortem with what goes wrong. 
So if somebody speaks to you, maybe can 
enlighten you… Just like those, both girls 
and boys, all the young girls, they are 
advising me, now they are advising me 
“don't worry”, “be patient”… After the 






CG2 [Telephone follow-up] is useful. As I said, 
sometime we have this problem, we got 
nobody to talk to. So you just complain 
within your mind. There’s no way to 
express. So if someone ask at least I open 
up. Tell, at least you feel relieved. Then 
whatever encouragement given, you think, 
you analyse it, then ok… I would say it’s 
important. Some, some of the caregiver 
cannot take it [the caregiving]… At least 
you express your feeling. Like “I feel sad”, 
or I whatever I feel. Or “I feel aiya very 




CG3 But the only thing usually they want to call 
me, I don’t have time to talk to them. Only 
unless like that day you call me, my father 
was at the hospital then I was in the special 
room for resting, I can [talk to you]. But if 
at home, [I have] no time, to do it… No 
time for it. Very busy that’s why. That’s 





CG4 Then share with my sister this and that 
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throw out. So every time throw to my wife, 
my wife doesn’t want to listen, so throw to 
my, my sister. My sister also share with me 
how she go through, because all got 
family. So we inter-share but that gives us 
a relief. 
social circle 
CG4 [Telephone follow up] is good… To 




CG5 I don’t think, I don’t think [telephone 
follow-up] is necessary… As I mentioned 
before if you’re first timer, I don’t say 
you’re young. As long as you’re first 
timer, you need somebody. But sometimes 
as I said, one thing is because we have so 
many brothers, we have many siblings. It’s 
self-contain... And then with have 





CG6 I think is pretty heartwarming where there 
is another concern party out there to 
actually ask. Can feel the warmth of it… 
[Having more people concern is good]… I 
think especially when the caregiver is 
going through hard times, very difficult 




CG7 I suppose a bit of concern. It helps if 
you’re very stress, and also take the 
opportunity to ask question when you call 
in. I won’t call you, that’s for sure. So 
when you call in I suppose if I remember a 










CG9 I welcome such [telephone] follow-up… I 
find that a few minutes to chat, to me is 
good in fact… I think so far no [nurse has 
done it]… But I’m ok in the sense that I, I 
think if they ask about me I would 
appreciate. I don’t mind. I can talk, I’m 




CG10 [Telephone follow-up] Necessary… 
Because you know someone is caring for 
you… Sometimes they [friends] may be 
busy also. So at certain times when they 
[friends] may be busy then no one talk to 
you or something, then suddenly you call 
up. That is a good way to let a person feel 
more relieved… He will feel that there’s 




CG11 The follow-up was good because I feel that Social support  
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it should be somebody to tell you “Hey 
look its ok”, “We’re also here for you” that 
kind of thing. Because sometimes as 
caregivers, people forget them because all 
the attention is on the patient… I think it’s 
always good to check up on caregivers 
how they coping at that at particular stages 
in time. Because sometimes they can’t tell 
anybody and as I said some caregivers are 
not as tuned in. So they might already be at 
that trigger point, that everything is falling 
down and yet you don’t have anybody to 
go to. Because I do know of caregivers 
who have actually they committed 
suicide… Because they can’t cope with 
anymore. So sometimes that’s a little sad.  
from researcher 
CG12 Naturally, when I meet friends and 
everybody else, “How’s your dad, how’s 
your dad”. But many people forgot how 
am I… So because you are in this and 
profession so you remember the caregiver 
as well as the patient. But many times like 
the goodwill of neighbour and friends, they 
will say “How’s your dad”… And 
especially I was struggling because I was 
on the course of antibiotics after antibiotics 






Theme: Improve relationships 
CG Code Subtheme Theme 
CG1 I think this part [communication] is more 
helpful. I try to communicate more with 
my mum but she can’t really talk. 
Nowadays, I try to generate conversation. 
So, after her [mum] dinner, and the maid 
is having her dinner, I will sit with her. 
Normally, last time after she finish 
dinner, she will start to sleep. So I make 
it into such that, ok, this is a conversation 
time. Then I will just tell her about “Oh, 
today I went where, got what happened”, 
and all that. Share my day… You just see 
the look in her eyes [if she is interested in 
the story]. Then sometimes if there is 
opportunity, I make her respond, like ask 
her. I will say like “Wa, very exciting, 
like that”. Then she will “Ah ah ah”. Can 








CG2 As caregivers, you try your utmost best. Understand the  
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Not that the patient doesn't want to 
appreciate. Patient may appreciate, but 
patient herself is in pain. There’s no way 
for her to express her appreciation. So 
maybe sometimes, unintentionally they 
will comment, “Why you do this, you do 
this”… So these are the things that, the 
patient whatever she utter, you take it that 
she’s in pain, having problem, or 
mentally disturbed. So just forgive... 
After I watch, I know from the video that 
I shouldn't have done that [lose temper at 
the patient]. When you know, then you 
feel sorry, and think why you rebut her 
back. So we should learn from the video 
that we should be patient.   
patient and 
show more 
patience to the 
patient 
CG3 [Learn] not to, to not argue with the 
patient too much… And then if you feel 
he’s in the wrong side you just keep 





patience to the 
patient 
 
CG4 To spend more time then I just start to 
share nice thing that I see to her, instead 








CG5 I make a point when I go there, even 
though she’s sleeping. If I’m not 
watching or not doing anything in the 








CG6 You can actually see the various stages 
and also the video actually tells us the 
correct way or actually why they behave 
that way and how are we supposed to 
respond… Tough [to cope]. Understand 




patience to the 
patient 
 
CG7 Now I understand that this is part of the 
symptoms of cancer advancement, and so 
we will learn to cope with it. With this 
knowledge in mind, not treating her like 
she’s getting very petty and requiring a 
lot of our attention. So this part is very 
important. If I have not seen the video, I 
may not fully comprehend and 
understand what sort of pain the cancer 
patients are going through... Yes the 
doctor did say but once they say is not the 
same as looking at a video and really 




patience to the 
patient 
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we say we know but I don’t think we can 
fully empathise with the patient because 
at the end of the day, information given 
to you may be just one ear in, the other 
ear out... Yes, through the video it kind of 
get register a bit better.  
CG9 It [conflict] did happen with my sis 
because she have different opinion… On, 
off at that. We went through that period 
whereby my sister, to me may not be so 
well informed, because each got their 
own opinion. There is difference in 
opinion and I tend to think that I’m more 
correct. [Laughs]… Not really self-
righteous. I feel that I’m more logic so I 
tend to have this type of conflict. But I 
learnt to minimise it… So I believe upon 
reflection is that, well then you have to 
give way a bit in the sense. But when it 
comes to critical issue, of course you try 
to explain meaning there’s ways to get on 





CG12 With my dad, in the past I will think it is 
not important for him to know. Now I 
will take time to explain. For example I 
mentioned that the dermatologist stress 
that my dad can only take shower and 
finish everything within three minutes 
and no hot shower. So I have to explain 
to him because the longer you shower, 
especially with hot shower, it dries the 
skin even more. So I realised being 
elderly, first to educate him, give him the 
information, to begin with awareness. 
Second, I need to patiently drop him 
reminders, but the reminder must come in 
a gentle way because he’s my father… I 
still want him to keep his dignity that he 







CG12 I decided to share my emotion with him 
that I’m glad you are living… He listen 
“Oh ok.”… I can share with him and say 
“Do you know that when I go for this 
funeral, I’m so thankful you are still 
here”… As usual Asian people don’t 
quite express, but at least he listened 
quietly, he didn’t rebuke me or get upset 
that I share such information with him… 
So I believed it registered and it’s 







	  	   580 
against it 
CG12 The second part is the misunderstanding 
among family members. I thought like I 
was being misunderstood and why so 
much misunderstanding, 
miscommunication… They 
misunderstood me and I felt hurt and I 
feel painful… So when I watch that, that 
part, I thought about the message in the 
video… So in that sense also helped me 
to like move on, not to harp on like why 
did you raise your voice or why did you 






CG12 Is the emotional impact that comes along 
with all these [caregiving] that we cannot 
handle… Somewhat unfairness or why 
am the one changing the, the dressing of 
the wound, or why am I the one helping 
him to shower and all these. Can we take 
turns and all that. So if I dwell on all 
these is, it’s zapping away my emotion 
managing… I see the frustration of that, 
that the patient’s daughter. I see myself in 







Theme: Improvement for future caregiver interventions 
CG Code Subtheme Theme 
CG1 Some of the [website] links that you give 
I already have. So I didn’t have to go in. 
If let’s say I had this information one 
year ago then it will be very helpful… 
When my mother was first diagnosed 
Intervention 
should be 
provided at early 






CG1 Time I think. Like during the day time I 
want to catch my mother at her moments 
of alertness so that I can spend time with 
her. So only when she is sleeping, like 
sometimes in the afternoon she’s taking a 
nap, I quickly go to my computer check 
my e-mail and all that. But still I feel that, 
maybe she’s awake already, then here I 
am minding my own business and not 
spending time with her because time is 
limited. So I also can’t do my own things 
peacefully. Only after dinner, after she 
sleeps… Then I really settle down and do 
my own stuff… If you want to post, you 
must think of something that you think 
will be useful for other people or, see 
Barriers to using 
online forum 
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what they say and then respond, then how 
to write. Because this is a kind of public 
thing you cannot anyhow post. 
CG2 You make into a tape, or audio… You 
can while doing something you switch on 




video or audio 
method 
 
CG2 [online forum] I didn’t open up. It’s not 
because I don't want, it’s good for me to 
read all these thing you see. Because 
every knowledge, it’s beneficial to me 
currently in life and also caregiving. But 
the trouble is, very tired already. Morning 
wake up, you straight away go to the 
kitchen then the moment they want call 
you, next moment shuffle here and there. 
By the end of the day, with my age, you 
know how tired or not. 
Barriers to using 
online forum 
 
CG3 Helpful. But the only thing I didn’t spend 
more time, to really concentrate on the 
forum… No time for it. 
Barriers to using 
online forum 
 
CG4 The only way participation in the forum, 
hold a group talk... Also very difficult. I 
think the problem is that the individual 
already tied down with the job, family 
and this handicapped issue, the [patient]. 
To really have the time to improve this 
forum given the real tight schedule, 
unless this person sacrifice something, 
that means, pass it to the maid or family 
member to look after for half or one day. 
Start a caregiver 
support network  
 
CG4 Maybe you can do into short video. 
Because everyday work, always see 
words, e-mail after e-mail, tiring to see 
words… Want to see something 
different… I’m a trainer. I find that when 
I do a lot of presentation, people get tired. 
So I go to google, I copy picture with 
some short video. When people see 
wording they just get turn off. When I 
play the video, they start being aware. 
Picture may worth a thousand words. 
Provide 
information via 
video or audio 
method 
 
CG4 I don’t have the time... Because this 
forum that you give me is about the 
taking care of this situation. People in my 
position, facing not only work, family 
plus this handicapped. So the time are all 
really tied up, all burnt up. So, unlikely 
the person will still so cool to go look at 
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who got time to do but not really 
effective. For me, got available time I 
lied down close my eyes, I snore already. 
Especially, usually people with old age 
problem are people with family, like me 
CG5 The first thing that came into my mind 
when I saw the video, is just that I wished 
that I could, somebody should approach 
me when I first experience with my late 
husband… Because then I know how to 
contain my stress, I was so stressful then.  
Intervention 
should be 
provided at early 
stage of patient 
illness 
 
CG5 I didn’t go at all [online forum]. Because 
I don’t have internet [at home], I can only 
go in office. Unless like I stay during 
lunch time… But it’s not easy, cause you 
have to do it during lunch time or after 
work hour… Although so much I want to 
share, I only share with those people that 
I know… I think it takes a person who is 
open minded to participate… If you are 
very closed, you don't really want to tell 
people openly. You want to tell people, 
but you don't want to tell people openly. 
Everybody knows everything about you. 
There’s something about this barrier. 
Barriers to using 
online forum 
 
CG6 I think certainly is before [the patient 
deteriorated] so that the person watching 
the video can actually preempt and can 
actually relate when it comes along and 
can actually cope. Whether cope better or 
not I don’t know but at least can relate 
that there is these thing and can actually 
anticipate what is coming. 
Intervention 
should be 
provided at early 
stage of patient 
illness 
 
CG6 No I have not gone to that [online forum] 
yet… Have been pretty busy. So that is 
the first step to go and join… Have not 
actually make an effort to go in and take 
a look... Because of time. Coping with 
work, coping with family… I will think 
that forum is something where if you 
have this issue you post it out, or if you 
had done something effectively you post 
it out and then people can actually get to 
do what you are doing... I think it is good 
to learn from people’s experience. I don’t 
mind if I actually have done something 
successfully I will actually contribute. Or 
I have a question I will actually ask and 
hopefully people will actually answer. 
But on answering my questions now, I 
Barriers to using 
online forum 
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will talk to the nurse… Because HCA 
have been answering my questions. 
Unless I have questions where I can’t get 
answers then I think I will go in and post 
the questions and then get some answers. 
CG7 The very stressed, emotional support 
required is more. I think what is more 
important is to get very strong support 
group to support the caregiver… I think 
people who are not into reading or get on 
forum probably are able to communicate 
by phone with somebody… But 
beginning may not be so open then after a 
few conversation you probably feel that 
this one we can connect then, then carry 
on. If cannot connect then probably both 
side will also stop calling. It’s quite 
natural right, the chemistry.  
Start a caregiver 
support network 
 
CG7 Like for instant, somebody called Sandra 
who is a befriender. Then say “You mind 
I give your number to Sandra, so Sandra 
can call you to have a discussion on 
caregiver or anything” for an initial 
introduction. Then if I said ok then, 
Sandra who’s very may call in and after 
that became friends… Then of course 
Sandra may say we have this caregiver 
support group, you want to come and 
participate or not, then we meet up… If 
they are very close after talking, they 
probably want to a face to the phone call. 
Start a caregiver 
support network 
 
CG7 I have a chance to glance through and 
then it’s very useful except that I don’t 
have time to really go into it but it is 
very, very useful. The information in so 
many aspect you have all the different 
categories like managing stress and all 
the medical equipment and then the 
feedback on other patient, caregivers who 
want to give input to help others. I think 
these are mostly the people who are very 
internet savvy. They will go in and then 
they will share. But for me I don’t have 
very much time firstly, secondly I not so 
good with the computer. So when I read 
is good. But to go in and communicate 
probably not… I also type with one 
finger. I’m not good at handling so it take 
a while just to type one word and send it 
off to them. But, good to get the 
Barriers to using 
online forum 
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feedback, the input.  
CG8 I think we need a network between 
caregivers… I find that this is very 
important to me… If you have a meeting 
once a month, only caregivers. Here I 
come… What we want is only those 
people who have the interest. Those that 
who doesn’t care forget it… Because we 
need to communicate to give energy to 
each other. Make friends. We can go 
outing. We can talk about our problems. 
Helping each other… Maybe out of let 
say fifty, we can make friends, maybe ten 
or five, that we can, they are, they are 
willing to make friends in a, in a closer 
way, can exchange telephone number. 
Start a caregiver 
support network 
 
CG8 I mean if a person is always attached to a 
computer, always go and browse around. 
I’m not that kind. You see what I mean. 
I’m mobile, I’m always running around 
so I’m not carrying an Ipad. So, 






CG9 Possibly [more helpful at the initial 
stages] because that time I was totally 
uninformed about all these caring and all 
that. I think it would help, yes, because I 
would realise that I’m not alone, there are 
people who go through. Some vivid 
illustration… Then I would have some 
empathy through somewhere. I feel that it 
would have given me a broader sense of 




provided at early 
stage of patient 
illness 
 
CG9 I would feel that it’s good to get them to 
meet once a month… I attended that 
Thye Hua Kwan, I feel that it’s very good 
for place where you meet and then each 
one bring a [issue]… I would allocate 
[time]. Not every time but two months 
once or what. You get opportunity and 
have personal contact then they can 
follow-up with telephone call… 
Telephone call I also don’t mind but it 
needs to build first face-to-face contact 
then you follow-up from down there. 
Cannot without know just phone call. I 
feel that it need that first rapport, first 
meeting… A good platform for us to pick 
up who we can mix. 
Start a caregiver 
support network 
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CG10 I signed up but I never post anything… I 
read a bit… I think online discussion 
where people can share their experience 
is quite good… I think testimonials, all 
the experience, like how they actually 
overcome the specific problems, that one 
very good. If somebody sees the 
testimonial and think “This [situation] 
and my problem very related”. Then they 
can use this experience to apply into their 
life… [Currently] nothing much [to 
share]… I will not go online to share my 
problem. Only when I create victory then 
I will share… Normally I will solve [my 
own problems], or ask friends and family. 
Not online network. But maybe when I 
share about my victory [on the online 
forum], I can share about my struggles. 
That’s the time when I can share with 
others. 
Barriers to using 
online forum 
 
CG11 I think one thing would be good if, if you 
can actually get a group going like the 
dementia. They actually have a group for 
caregivers. So I think every month there 
is a meeting for caregivers and so on… 
Because I think talking about things and 
then giving suggestions, 
recommendations, face-to-face is easier, 
is better… I think actually is a respite, 
meeting up with other caregivers… It 
doesn’t have to be everybody. It can be 
two, at least three people. You can have a 
lot of people but it, at least three people 
meeting is enough… But I’m not sure 
other people will feel the same. In fact for 
me, the human’s touch is important. 
Because, people still need that touch, 
meet up… Pat on the back, hug or to say 
you’re doing fine, you’re ok. You get to 
hear. 
Start a caregiver 
support network 
 
CG11 The best thing would actually be get 
together a counselling unit… These 
[community counsellors that we have 
now], I think you have to go there. But if 
you are caregiver to somebody who’s 
really sick, you need people to come to 
you… For people to say, “Hey look”. 
Because when I was actually in Australia 
right, there is this for autism. Every 
Saturday or Sunday, they call it relief 
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caregivers, there will be two ladies who 
come. One lady to take over [the 
caregiving] and the other lady to talk to 
the mum. They take the mum out for 
coffee or tea for the morning. Just take 
her out and talk to her, see how she’s 
coping and see how she’s like... So, it be 
nice if we had something like that in 
Singapore as well. 
CG12 It’s through Whatsapp… Why not 
[knowing other caregivers through 
Whatsapp]… Physical [meet up] I think 
is a bit challenging because we have our 
own timetable to follow with our love 
ones at home. 
Start a caregiver 
support network 
 
CG12 Because usually the caregiver at this very 
stressful situation and the patient’s 
medical condition it is always changing. 
There’s no time nor with clear mind to 
say “Oh I know where to go”, FFS 
(Feiyue Family Service) for example… 
One stop to have all the information and 
if one stop could connect us to different 
ones. Even though I know where to go, 
google search, I’m sure all these 
information are there. But I think you’re 
not at the state of mind to search and 
have that time and patience to try to 
gather information. So the one stop with 
like stacks of paper, categorise, info of 
hospice, this is the info of maybe those 
new support that can come along, or 
financial support like MSW (Medical 
Social Worker). 




CG12 Because I’m even not in Facebook so I 
think getting in is a challenge 
sometimes... Because I don’t have data 
plan at home. 
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Appendix 27 
 
Results of phase 2 using per-protocol data 
 
Caregiver involvement in caregiving and patient clinical data 
At all three time-points, caregivers’ involvement in caregiving was similar for both 
intervention and standard care groups (Table A1). Plots of the marginal means against 
time of the three scores are presented in figure A1.  
 
Two-way analysis of variance (ANOVA) repeated measures showed that caregivers 
in both intervention and standard care groups had similar involvement in all areas of 
caregiving and at all time-points except for item 3 - Caregiving in assistance for 
transportation in the past month (F=4.77, p=0.04). Caregivers in the intervention 
group provided significantly less assistance for transportation in the past month 
compared to the standard care group from posttest 1 to posttest 2 (table A2).  
 
Within intervention and standard care groups, participants reported increase in 
caregiving involvement from baseline to posttest 1 (standard care: t=-2.13, p=0.04; 
intervention: t=-3.33, p<0.01), baseline to posttest 2 (intervention: t=-3.66, p<0.01), 
and across three time-points (intervention: F=10.70, p<0.01) (table A3). 
 
Patient Eastern Cooperative Oncology Group Performance Status Rating (ECOG-
PSR) was different between both intervention and standard care groups at posttest 1 
(χ2=8.10, p=0.04), but similar at posttest 2 (χ2=3.46, p=0.33). However, patients had 
statistically significant decline in functional status from baseline to posttest 1, 
(χ2=77.15, p<0.01), baseline to posttest 2 (χ2=43.02, p<0.01) and posttest 1 to posttest 
2 (χ2=77.82, p<0.01). Patient hospitalisation was similar between both intervention 
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and standard care groups at posttest 1 (χ2=1.63, p=0.20) and posttest 2 (χ2=0.00, 
p=0.98). There was no change in inpatient hospitalisation from baseline to posttest 1 
(χ2=1.08, p=0.30), but no change from baseline to posttest 2 (χ2=2.20, p=0.14), and 
posttest 1 to posttest 2 (χ2=1.63, p=0.20). Table A4 presents patient functional status 
and inpatient hospitalisation of the two groups. 
 
Table A1 Comparison of caregiver involvement in caregiving between groups at three 
time-points using t-test 
   Group  
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-1.59  0.12 
 
 






Table A2 Caregiver involvement in caregiving - Two-way ANOVA between groups 
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA  (Group X time) 












Posttest 1 and 
posttest 2 
Baseline, 














F p F p F p F p 
1. Caregiving in 
assistance for daily 














0.00 0.97 3.51 0.07 3.01 0.09 2.23a 0.13 
2. Caregiving in 
assistance for 














0.00 0.99 0.40 0.53 0.65 0.43 0.45 0.64 
3. Caregiving in 
assistance for 














2.73 0.11 0.35 0.56 4.77 0.04 2.35a 0.12 
4. Caregiving in 
assistance for health 













0.10 0.75 3.33 0.08 3.36 0.07 2.69a 0.09 
5. Time spent in 
caregiving every day 













0.50 0.48 0.42 0.52 2.22 0.14 0.78a 0.44 














0.25 0.62 2.74 0.11 0.33 0.57 1.84a 0.18 




Table A3 Caregiver involvement in caregiving within group comparison 
 Standard care (n=42) Intervention (n=38) 
 Baseline and  
posttest 1 









Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 
and  2osttest 
2 
Baseline, 
posttest 1 and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. Caregiving in assistance 
for daily living in the past 
month 
-2.13 0.04 -0.44 0.67 - - 0.19 0.67 -1.96 0.06 -2.74 0.01 -2.27 0.03 5.66a 0.01 
2. Caregiving in assistance 
for housekeeping in the 
past month 
-2.57 0.02 -3.24 0.01 -1.46 0.16 5.44 0.02 -2.28 0.03 -1.89 0.07 0.25 0.80 3.09 0.06 
3. Caregiving in assistance 
for transportation in the 
past month 
0.68 0.50 0.46 0.65 -1.00 0.33 0.40a 0.60 -1.99 0.06 -0.30 0.77 2.28 0.03 4.69 0.02 
4. Caregiving in assistance 
for health care in the past 
month 
-1.57 0.13 -0.29 0.77 1.00 0.33 0.52 0.60 -3.01 0.01 -3.30 <0.01 -1.69 0.10 8.50a <0.01 
5. Time spent in 
caregiving everyday in the 
past month 
-2.44 0.02 -1.00 0.33 1.00 0.33 1.00a 0.36 -1.00 0.33 -1.80 0.08 -1.36 0.19 1.72 0.20 
Total involvement in 
caregiving 
-2.13 0.04 -1.06 0.31 -0.32 0.75 0.72a 0.43 -3.33 <0.01 -3.66 <0.01 -1.10 0.28 10.70
a 
<0.01 
Note. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Table A4 Patient functional status and inpatient hospitalisation between the two groups 
 Standard 
care 
Intervention Total  
ECOG-PSR (posttest 1) 
   0 
   1 
   2 
   3 
























ECOG-PSR (posttest 2) 
   0 
   1 
   2 
   3 

























last four weeks (posttest 1) 
   No 
















last four weeks (posttest 2) 
   No 















Note. ECOG-PSR = Eastern Cooperative Oncology Group Physical Status Rating. 
Measures patient’s physical functional status. 
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Caregivers’ QoL 
At baseline, there were no significant differences between the intervention and 
standard care groups in their overall caregiver quality of life index – cancer (CQOLC) 
scores (t=0.32, p=0.75), and the burden (t=0.79, p=0.43), disruptiveness (t=1.39, 
p=0.17), and financial concerns (t=1.45, p=0.15) subscales (Table A5), which meant 
that the two groups had homogenous baseline measures. However, there was 
significant difference in the positive adaptation subscale (t=-2.38, p=0.02), and the 
participants in the intervention group reported higher positive adaptation at baseline.  
 
Using independent t-test between groups at each time-point, significant differences 
were found between intervention and standard care groups for CQOLC scores at 
posttest 1 (t=-3.53, p<0.01) and posttest 2 (t=-3.59, p<0.01), burden subscale at 
posttest 1 (t=-2.57, p=0.01), and positive adaptation subscale at posttest 1 (t=-5.10, 
p<0.01) and posttest 2 (t=-7.08, p<0.01). The intervention group had significantly 
higher QoL and positive adaptation, and lower burden at the posttests when compared 
with the standard care group. 
 
When comparing all three time-points (baseline and the two follow-ups) using two-
way ANOVA repeated measures, the interaction terms between group and time was 
significant for the CQOLC scores(F=14.18, p<0.01) and the subscales burden (F=9.56, 
p<0.01), disruptiveness (F=5.94, p=0.01), positive adaptation (F=4.17, p=0.04), but 
not financial concerns (F=3.00, p=0.06) (Table A6). A significant time effect was 
observed for burden (F=4.38, p=0.02). No significant time effect was observed for 
CQOLC (F=3.00, p=0.06), disruptiveness (F=2.99, p=0.06), positive adaptation 
(F=0.11, p=0.81) and financial concerns (F=2.63, p=0.09). An intervention (group) 
effect was detected for CQOLC scores (F=5.44, p=0.03), and the positive adaptation 
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subscale (F=28.28, p<0.01). No intervention (group) effect was detected for the 
burden (F=0.74, p=0.40), disruptiveness (F=0.31, p=0.58) and financial concerns 
(F=0.03, p=0.88) subscales. The intervention group had significant higher QoL and 
positive adaptation, and lower burden, disruptiveness, and financial concerns over the 
three time-points when compared with the standard care group. Plots of the marginal 
means against time of the three scores are presented in figure A2 to A6. 
 
Between baseline and posttest 1, the interaction terms between group and time was 
significant for CQOLC scores (F=37.03, p<0.01), and the burden (F=27.31, p<0.01) 
and disruptiveness (F=19.67, p<0.01) subscales, but not significant for the positive 
adaptation (F=2.38, p=0.13) and financial concerns (F=3.09, p=0.08) subscales. Time 
effect was significant for the financial concerns subscale (F=3.97, p=0.05), but not 
significant for the CQOLC scores (F=0.56, p=0.46), and the burden (F=0.99, p=0.33), 
disruptiveness (F=0.51, p=0.48), positive adaptation (F=0.54, p=0.47) subscales. An 
intervention (group) effect was significant for the positive adaptation subscale 
(F=16.43, p<0.01), but not significant for CQOLC scores (F=1.68, p=0.20), and the 
burden (F=0.41, p=0.53), disruptiveness (F=0.09, p=0.76), and financial concerns 
(F=0.95, p=0.33) subscales. The intervention group had significant higher QoL, and 
lower burden and disruptiveness between baseline to posttest 1 when compared with 
the standard care group. 
 
Between baseline and posttest 2, the interaction terms between group and time was 
significant for CQOLC scores (F=24.97, p<0.01), and the burden (F=12.76, p<0.01), 
disruptiveness (F=14.23, p<0.01), positive adaptation (F=7.71, p=0.01) and financial 
concerns (F=9.14, p<0.01) subscales. Time effect was significant for CQOLC scores 
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(F=5.62, p=0.02) and the burden subscale (F=10.18, p<0.01), but not significant for 
the disruptiveness (F=2.28, p=0.14), positive adaptation (F=0.16, p=0.69) and 
financial concerns (F=0.05, p=0.83) subscales. An intervention (group) effect was 
significant for CQOLC scores (F=4.61, p=0.04) and the positive adaptation subscale 
(F=27.27, p<0.01), but not significant for the burden (F=0.43, p=0.52), disruptiveness 
(F=0.13, p=0.72) and financial concerns (F=0.01, p=0.92) subscales. The intervention 
group had significant higher QoL and positive adaptation, and lower burden, 
disruptiveness, and financial concerns between baseline to posttest 2 when compared 
with the standard care group. 
 
Between posttest 1 and posttest 2, the interaction terms between group and time was 
significant for positive adaptation subscale (F=7.58, P=0.01), but not significant for 
CQOLC scores (F=0.63, p=0.43), and the burden (F=0.09, p=0.76), disruptiveness 
(F=0.43, p=0.52), and financial concerns (F=1.32, p=0.26) scores. Time effect was 
significant for CQOLC scores (F=4.36, p=0.04), and the burden (F=5.48, p=0.02), 
disruptiveness (F=5.82, p=0.02) and and financial concerns (F=4.09, p=0.05) 
subscales, but not significant for positive adaptation subscale (F=0.01, p=0.92). An 
intervention (group) effect was significant for CQOLC scores (F=13.30, p<0.01), and 
the burden (F=3.97, p=0.05) and positive adaptation (F=39.38, p<0.01) subscales, but 
not significant for the disruptiveness (F=2.27, p=0.14) and financial concerns (F=0.33, 
p=0.57) subscales. The intervention group had significant higher positive adaptation 
between posttest 1 to posttest 2 when compared with the standard care group. 
 
ANOVA repeated measures and paired t-test were conducted for multiple 
comparisons within groups (Table A7). Within intervention group across the three 
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time-points, there was significant increase in CQOLC scores (F=19.92, p<0.01), and 
the burden (F=16.86, p<0.01), disruptiveness (F=12.06, p<0.01), positive adaptation 
(F= 4.32, p=0.02), and financial concerns (F=5.90, p=0.02) subscales. Between 
baseline and posttest 1, there was an increase in CQOLC scores (t=-5.82, p<0.01), and 
the burden (t=-5.33, p<0.01), disruptiveness (t=-3.09, p<0.01) and financial concerns 
(t=-2.83, p=0.01) subscales. However, there was no significant difference in the 
positive adaptation subscale (t=-1.83, p=0.08). Between baseline and posttest 2, 
significant increase was seen in CQOLC scores (t=-6.25, p<0.01), and the four 
subscales (Burden: t=-5.74, p<0.01; Disruptiveness: t=-4.31, p<0.01; Positive 
adaptation: t=-2.38, p=0.03; financial concerns: t=-2.46, p=0.02). Between posttest 1 
and posttest 2, there was significant increase in CQOLC scores (t=-2.78, p=0.01), and 
the disruptiveness (t=-3.24, p<0.01), and positive adaptation (t=-2.67, p=0.01) 
subscales. There was no change in the burden (t=-1.82, p=0.08) and financial 
concerns (t=1.32, p=0.20) subscales. Participants in the intervention group had 
significant increase in QoL and positive adaptation, and decrease in burden, 
disruptiveness, and financial concerns, from baseline to posttest 2, and over the three 
time-points. Participants in the intervention group had significant increase in QoL, 
and decrease in burden, disruptiveness and financial concerns between baseline to 
posttest 1. Participants had significant increase in QoL and positive adaptation, and 
decrease in disruptiveness between posttest 1 and posttest 2. 
 
Within standard care group across the three time-points, there was no change in 
CQOLC scores (F=2.43, p=0.14), and the burden (F=2.11, p=0.16), disruptiveness 
(F=1.54, p=0.25), positive adaptation (F=0.97, 0.36), and financial concerns (F=1.06, 
p=0.37) subscales.  Between baseline and posttest 1, there was significant decrease in 
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CQOLC scores (t=3.20, p<0.01), and the burden (t=2.53, p=0.02), and disruptiveness 
(t=3.14, p<0.01) subscales. There was no change in the positive adaptation (t=0.54, 
p=0.62) and financial concerns (t=-0.16, p=0.88) subscales. There was no change in 
CQOLC scores and all four subscales between baseline and posttest 2 (CQOLC: 
t=1.54, p=0.14); burden: t=0.22, p=0.83; disruptiveness: t=1.39, p=0.18; positive 
adaptation: t=1.67, p=0.11; and financial concerns: t=1.93, p=0.07. There was also no 
significant change in CQOLC scores and all four subscales between posttest 1 and 
posttest 2 (CQOLC: t=-0.67, p=0.51; burden: t=-1.48, p=0.16; disruptiveness: t=-0.85, 
p=0.41; positive adaptation: t=1.41, p=0.18; financial concerns: t=1.34, p=0.20). 
Participants in the standard care group had significant decrease in QoL, and increase 
in burden and disruptiveness between baseline to posttest 1. The QoL, burden, 






Table A5 Comparison of CQOLC between groups at three time-points using t-test 
  Group  
 Standard care (n=42) Intervention (n=38) t-test 
Item Overall range Range Mean (SD) Range Mean (SD) t p 
CQOLC 0-140       
    Baseline 25-125 48.00-125.00 90.90 (20.57) 25.00-119.00 89.44 (19.82) 0.32 0.75 
    Posttest 1 42-134 42.00-134.00 83.34 (22.85) 53.00-129.00 102.00 (16.98) -3.42 <0.01 
    Posttest 2 26-132 26.00-120.00 84.58 (27.46) 77.00-132.00 108.89 (13.21) -3.59a <0.01 
  Burden subscale 0-40       
    Baseline 4-40 10.00-40.00 25.93 (8.38) 4.00-37.00 24.53 (7.32) 0.79 0.43 
    Posttest 1 6-40 6.00-40.00 23.81 (9.97) 11.00-37.00 29.57 (6.04) -2.57a 0.01 
    Posttest 2 5-40 5.00-40.00 27.16 (9.87) 21.00-40.00 31.89 (4.44) -1.96a 0.06 
  Disruptiveness subscale 0-28       
    Baseline 4-28 5.00-28.00 20.95 (5.51) 4.00-28.00 19.11 (6.39) 1.39 0.17 
    Posttest 1 5-28 7.00-28.00 18.62 (6.67) 6.00-28.00 21.20 (4.79) -1.64a 0.11 
    Posttest 2 5-28 5.00-28.00 20.05 (7.43) 15.00-28.00 23.57 (4.03) -1.88a 0.07 
  Positive adaptation subscale 0-28       
    Baseline 2-28 2.00-40.00 14.19 (6.63) 5.00-40.00 17.63 (6.26) -2.38 0.02 
    Posttest 1 3-27 4.00-23.00 13.15 (5.21) 11.00-27.00 19.80 (4.54) -5.10 <0.01 
    Posttest 2 3-28 3.00-22.00 10.26 (5.29) 10.00-28.00 20.36 (4.43) -7.08 <0.01 
  Financial concerns subscale 0-12       
    Baseline 0-12 2.00-12.00 8.74 (3.39) 0.00-12.00 7.39 (4.71) 1.45a 0.15 
    Posttest 1 0-12 3.00-12.00 8.85 (3.02) 0.00-12.00 8.43 (4.32) 0.42a 0.68 
    Posttest 2 0-12 0.00-12.00 7.53 (4.18) 0.00-12.00 8.71 (4.31) -0.94 0.35 




Table A6 CQOLC - Two-way ANOVA between groups  
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA (Group X time) 












Posttest 1 and 
posttest 2 
Baseline, 














F p F p F p F p 
1. It bothers me that my daily 













9.89 <0.01 5.16 0.03 1.17 0.29 4.15a 0.03 












2.57 0.12 0.79 0.38 0.15 0.70 0.12 0.89 














4.32 0.04 4.72 0.04 3.31 0.08 2.12 0.13 














1.52 0.22 0.74 0.39 0.21 0.65 0.70 0.51 
5. It is a challenge to maintain 













2.01 0.16 1.84 0.18 0.06 0.81 0.32a 0.68 












1.59 0.21 2.37 0.13 0.05 0.82 0.53a 0.55 
7. I am concerned about not 
















<0.01 0.16 0.69 6.55a 0.01 
8. My economic (financial) 













0.13 0.72 5.37 0.03 5.17 0.03 1.78a 0.18 












3.77 0.06 1.35 0.25 0.05 0.83 0.86 0.43 
10. I have more of a positive 














1.72 0.20 1.49 0.23 0.54 0.47 0.96a 0.38 
11. My level of stress and 













17.15 <0.01 4.88 0.03 1.01 0.32 6.00 0.01 














2.38 0.13 1.46 0.23 0.05 0.82 0.85a 0.40 
13. It bothers me, limiting my 













9.42 <0.01 1.40 0.24 1.08 0.31 2.55 0.09 












5.66 0.02 4.74 0.04 0.40 0.53 1.68 0.20 
15. I feel under increased 2.50 2.23 2.47 2.39 2.90 3.14 8.37 0.01 4.57 0.04 0.26 0.62 2.67 0.08 
	  	  
599 
mental strain. (1.49) (1.42) (1.39) (1.22) (1.06) (1.08) 
16. I get support from my 













0.12 0.73 0.51 0.48 2.08 0.16 0.55a 0.52 












13.45 <0.01 5.42 0.02 0.51 0.48 3.88 0.03 












4.96 0.03 6.79 0.01 0.38 0.54 2.18 0.13 












16.64 <0.01 1.35 0.25 2.71 0.11 3.49a 0.04 
20. I worry about the impact 
my loved one's illness has had 














4.96 0.03 0.73 0.40 0.12 0.73 1.10a 0.32 
21. I have difficulty dealing 














3.04 0.09 2.84 0.10 1.07 0.31 0.83a 0.41 
22. I have developed a closer 













2.71 0.11 2.08 0.16 0.11 0.74 1.47a 0.24 
23. I feel adequately informed 













8.85 <0.01 7.11 0.01 0.00 0.95 8.23a <0.01 
24. It bothers me that I need to 
be available to accompany my 













7.08 0.01 6.31 0.02 0.12 0.73 3.19 0.05 
25. I fear the adverse effects of 













2.98 0.09 4.17 0.05 0.00 0.99 1.93a 0.16 
26. The responsibility I have 
for my loved one's care at 















<0.01 0.34 0.56 4.74 0.01 
27. I am glad that my focus is 













0.50 0.48 7.98 0.01 0.81 0.37 4.20a 0.02 














0.14 0.71 1.38 0.25 0.56 0.46 0.89a 0.40 
29. It bothers me that my 













5.15 0.03 4.56 0.04 0.41 0.53 1.79a 0.18 
30. The need to protect my 













1.26 0.27 4.67 0.04 1.53 0.22 1.78 0.18 
31. It upsets me to see my 













4.99 0.03 5.20 0.03 0.91 0.35 2.01 0.15 
32. The need to manage my 2.38 2.04 2.00 2.42 2.63 2.89 3.45 0.07 2.78 0.10 0.20 0.65 1.12 0.34 
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loved one's pain is 
overwhelming. 
(1.48) (1.34) (1.63) (1.52) (1.40) (1.40) 














3.76 0.06 0.29 0.59 0.75 0.39 0.60a 0.52 
34. I am satisfied with the 













0.49 0.49 6.35 0.02 11.9
6 
<0.01 5.86 0.01 
35. It bothers me that other 
family members have not 
shown interest in taking care of 













1.15 0.29 6.66 0.01 0.95 0.34 2.65a 0.08 














<0.01	   0.09 0.76 9.56 <0.01 














<0.01	   0.43 0.52 5.94 0.01 












2.38 0.13 7.71 0.01 7.58 0.01 4.17a 0.04 



























<0.01	   0.63 0.43 14.1
8 
<0.01 
Note. CQOLC = Caregiver Quality Of Life Index - Cancer. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used.  
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Figure A4 Marginal means against time for disruptiveness 
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Table A7 CQOLC within group 
 Standard care (n=42) Intervention group (n=38) 
 Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and  
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and 
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. It bothers me that my daily 
routine is altered. 
2.75 0.01 1.24 0.23 -1.71 0.11 2.04 0.17 -1.68 0.11 -2.08 0.05 -1.00 0.33 2.67a 0.09 
2. My sleep is less restful. 0.83 0.42 -0.57 0.58 0.00 1.00 0.19 0.83 -1.68 0.10 -3.61 <0.01 -2.85 0.01 1.42 0.26 
3. My daily life is imposed 
upon. 
1.44 0.16 0.70 0.49 0.68 0.51 0.25 0.78 -1.55 0.13 -2.74 0.01 -2.18 0.04 3.28 0.06 
4. I am satisfied with my sex 
life. 
0.57 0.57 0.46 0.65 -0.32 0.75 0.25 0.78 -1.20 0.24 -0.80 0.43 0.25 0.80 0.69a 0.46 
5. It is a challenge to maintain 
my outside interests (hobbies). 
0.16 0.88 -1.46 0.16 -1.82 0.09 3.25 0.07 1.72 0.10 -3.44 <0.01 -2.48 0.02 5.61a 0.01 
6. I am under a financial 
strain. 
0.45 0.66 0.90 0.38 0.89 0.39 0.37 0.70 -1.36 0.19 -1.32 0.20 1.31 0.20 1.53a 0.23 
7. I am concerned about not 
having sufficient insurance 
coverage. 
0.57 0.57 2.08 0.05 0.82 0.42 1.52 0.25 -2.90 0.01 -2.47 0.02 1.80 0.08 6.74a 0.01 
8. My economic (financial) 
future is uncertain. 
-1.23 0.23 0.97 0.34 1.83 0.09 1.58 0.24 -2.45 0.02 -2.50 0.02 -0.44 0.66 4.56a 0.03 
9. I fear my loved one will 
die. 
0.61 0.55 -0.16 0.88 -0.68 0.51 0.28 0.76 -2.31 0.03 -2.06 0.05 -0.53 0.60 1.98 0.16 
10. I have more of a positive 
outlook on life since my loved 
one's illness. 
0.57 0.57 0.90 0.38 1.23 0.24 0.97 0.40 -1.36 0.18 -0.87 0.39 0.15 0.88 0.63 0.54 
11. My level of stress and 
worries has increased. 
2.36 0.03 1.16 0.26 -0.82 0.42 2.41 0.13 -3.61 <0.01 -2.06 0.05 0.74 0.47 4.05 0.03 
12. My sense of spirituality 
has increased. 
1.01 0.32 0.72 0.48 -1.86 0.08 0.37a 0.56 -1.20 0.24 -1.02 0.32 -0.45 0.66 0.82a 0.43 
13. It bothers me, limiting my 
focus to day-to-day. 
2.62 0.02 0.21 0.83 -1.96 0.07 2.23 0.15 -1.49 0.15 -1.61 0.12 -0.55 0.59 1.36 0.28 
14. I feel sad. 0.71 0.49 -0.84 0.41 -0.81 0.43 0.59 0.57 -2.59 0.02 -4.47 <0.01 -2.23 0.04 11.28 <0.01 
15. I feel under increased 
mental strain. 
1.87 0.07 -0.24 0.82 -1.60 0.13 1.47 0.26 -2.24 0.03 -3.38 <0.01 -1.19 0.24 5.57 0.01 
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16. I get support from my 
friends and neighbours. 
0.00 1.00 -0.35 0.73 0.00 1.00 0.00a 1.00 -0.50 0.62 -1.52 0.14 -1.98 0.06 1.38a 0.26 
17. I feel guilty. 3.25 <0.01 1.37 0.19 -1.29 0.22 3.43 0.06 -1.93 0.06 -1.99 0.06 -0.49 0.63 1.91 0.17 
18. I feel frustrated. 1.84 0.08 1.57 0.13 -0.29 0.77 1.16 0.34 -1.28 0.21 -2.20 0.04 -1.44 0.16 2.10 0.14 
19. I feel nervous. 2.34 0.03 -0.42 0.68 -2.24 0.04 3.04 0.08 -3.76 <0.01 -2.26 0.03 0.00 1.00 3.78a 0.04 
20. I worry about the impact 
my loved one's illness has had 
on my children or other family 
member. 
0.34 0.74 -1.03 0.32 -0.37 0.72 0.36a 0.62 -3.43 <0.01 -2.71 0.01 0.00 1.00 7.43a 0.01 
21. I have difficulty dealing 
with my loved one's changing 
eating habits. 
1.03 0.31 0.48 0.64 0.52 0.61 0.04a 0.90 -1.47 0.15 -2.26 0.03 -1.03 0.31 2.19 0.13 
22. I have developed a closer 
relationship with my loved 
one. 
0.57 0.57 0.25 0.80 -0.42 0.68 0.14a 0.80 -2.11 0.04 2.08 0.05 -1.65 0.11 3.48a 0.06 
23. I feel adequately informed 
about my loved one's illness. 
1.79 0.09 1.24 0.23 -0.57 0.58 3.66a 0.07 -2.44 0.02 -2.74 0.01 -0.63 0.54 4.96a 0.02 
24. It bothers me that I need to 
be available to accompany my 
loved one to appointments. 
2.38 0.03 2.05 0.06 -1.10 0.29 2.54 0.12 -1.23 0.23 -1.84 0.08 -2.00 0.06 2.43a 0.12 
25. I fear the adverse effects 
of treatment on my loved one. 
1.21 0.24 0.57 0.58 -1.78 0.10 1.04a 0.35 -1.22 0.23 -2.77 0.01 -2.31 0.03 4.67 0.02 
26. The responsibility I have 
for my loved one's care at 
home is overwhelming. 
2.25 0.03 1.75 0.10 -0.33 0.74 1.16 0.34 -1.61 0.12 -3.69 0.00 -1.59 0.13 6.12 0.01 
27. I am glad that my focus is 
on getting my loved one well. 
1.33 0.20 2.97 0.01 0.46 0.65 4.52 0.03 0.61 0.55 -0.25 0.80 -0.90 0.38 0.40 0.68 
28. Family communication 
has increased. 
-1.55 0.13 0.14 0.89 0.64 0.53 0.25 0.78 -2.63 0.01 -1.68 0.11 -0.31 0.76 2.64a 0.10 
29. It bothers me that my 
priorities have changed. 
2.27 0.03 1.21 0.24 -0.46 0.65 0.88 0.44 -0.82 0.42 -1.99 0.06 -2.30 0.03 2.86 0.08 
30. The need to protect my 
loved one bothers me. 
1.10 0.28 1.06 0.30 0.22 0.83 0.11 0.90 -0.49 0.63 -2.17 0.04 -1.99 0.06 2.43a 0.11 
31. It upsets me to see my 
loved one deteriorate. 
0.44 0.66 -0.28 0.79 -0.19 0.86 0.04 0.97 -2.71 0.01 -3.97 <0.01 -1.76 0.09 7.15 <0.01 
32. The need to manage my 
loved one's pain is 
overwhelming. 
1.21 0.24 0.47 0.65 -0.46 0.65 0.17 0.84 -1.43 0.16 -2.40 0.02 -1.22 0.24 2.85 0.08 
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33. I am discouraged about 
the future. 
1.47 0.15 -0.83 0.42 -1.70 0.11 1.57 0.24 -1.23 0.23 -1.51 0.14 -1.73 0.10 1.69a 0.20 
34. I am satisfied with the 
support I get from my family. 
-1.31 0.20 1.76 0.10 2.83 0.01 3.77 0.05 -0.20 0.85 -1.66 0.11 -1.76 0.09 1.65 0.21 
35. It bothers me that other 
family members have not 
shown interest in taking care 
of my loved one. 
0.92 0.37 1.69 0.11 0.44 0.67 1.35 0.29 -0.66 0.52 -2.08 0.05 -1.03 0.31 1.32a 0.27 
Burden subscale 2.53 0.02 0.22 0.83 -1.48 0.16 2.11 0.16 -5.33 <0.01 -5.74 <0.01 -1.82 0.08 16.86 <0.01 
Disruptiveness subscale 3.14 <0.01 1.39 0.18 -0.85 0.41 1.54 0.25 -3.09 <0.01 -4.31 <0.01 -3.24 <0.01 12.06a <0.01 
Positive adaptation subscale 0.51 0.62 1.67 0.11 1.41 0.18 0.97a 0.36 -1.83 0.08 -2.38 0.03 -2.67 0.01 4.32a 0.04 
Financial concerns subscale -0.16 0.88 1.93 0.07 1.34 0.20 1.06 0.37 -2.83 0.01 -2.46 0.02 1.32 0.20 5.90a 0.02 
CQOLC 3.20 <0.01 1.54 0.14 -0.67 0.51 2.32 0.14 -5.82 <0.01 -6.25 <0.01 -2.78 0.01 19.92 <0.01 
Note.  CQOLC = Caregiver Quality Of Life Index - Cancer. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Social support 
At baseline, there were no significant differences between the intervention and 
standard care groups in their social support satisfaction (SSS) (t=1.08, p=0.28) and 
social support number (SSN) (t=-0.40, p=0.69) (table A8), which meant that the two 
groups had homogenous baseline measures. Using independent t-test between groups 
at each time-point, significant differences were found between intervention and 
standard care groups at posttest 2 (t=-2.84, p=0.01) for SSS, and posttest 1 (t=-3.91, 
p<0.01) and posttest 2 (t=-3.39, p<0.01) for SSN. The intervention group had 
significant higher satisfaction with social support and support persons at the posttests 
when compared with the standard care group.  
 
When comparing all three time-points (baseline and the two follow-ups) using two-
way ANOVA repeated measures, the interaction terms between group and time was 
significant for both SSS (F=16.73, p<0.01) (table A9) and SSN (F=6.12, p=0.01) 
(table A10). Time effect was not significant for SSS (F=0.40, p=0.64) but significant 
for SSN (F=6.12, p=0.05). An intervention (group) effect was not significant for SSS 
(F=1.04, p=0.31) but significant for SSN (F=6.26, p=0.02). Plots of the marginal 
means against time of the three scores are presented in figure A7 and A8. 
 
Between baseline and posttest 1, using two-way ANOVA repeated measures, the 
interaction terms between group and time was significant for SSS (F=25.08, p<0.01) 
and SSN (F=13.83, p<0.01). Time effect was not significant for SSS (F=0.54, p=0.47) 
and SSN (F=0.70, p=0.41). An intervention (group) effect was not significant for SSS 
(F=0.14, p=0.71) but significant for SSN (F=6.12, p=0.02). Between baseline and 
posttest 2, the interaction terms between group and time was significant for SSS 
(F=23.77, p<0.01) and SSN (F=10.83, p<0.01). Time effect was not significant SSS 
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(F=0.15, p=0.70) and SSN (F=3.09, p=0.09). An intervention (group) effect was not 
significant for SSS (F=0.69, p=0.41) but significant for SSN (F=5.06, p=0.03). 
Between posttest 1 and posttest 2, using two-way ANOVA repeated measures, the 
interaction terms between group and time was significant for SSS (F=3.95, p=0.05) 
but not significant for SSN (F=0.81, p=0.37). Time effect was not significant for SSS 
(F=0.75, p=0.39) and SSN (F=1.04, p=0.32). An intervention (group) effect was 
significant for SSS (F=6.28, p=0.02) and SSN (F=9.38, p<0.01). Participants in the 
intervention group had significant higher satisfaction with social support and greater 
number of support persons between baseline and posttest 1, baseline and posttest 2, 
and over the three time-points when compared with the standard care group. 
Participants in the intervention group had significant higher satisfaction with social 
support but not greater number of support persons between from posttest 1 to posttest 
2 when compared with the standard care group.   
   
ANOVA repeated measures and paired t-test were conducted for multiple 
comparisons within groups. Table A11 presents SSS data and table A12 presents SSN 
data. Within intervention group across the three time-points, there was significant 
increase in SSS (F=9.24, p<0.01) and SSN (F=13.24, p<0.01). Using paired t-test, 
there was significant increase in SSS (t=-3.37, p<0.01) and SSN (t=-4.24, p<0.01) 
between baseline and posttest 1. Between baseline and posttest 2, the increase was 
also  significant for both factors (SSS: t=-3.76, p<0.01; SSN: t=-4.13, p<0.01). 
Between posttest 1 and posttest 2, there was no change in both SSS (t=-1.93, p=0.07) 
and SSN (t=-1.48, p=0.15). Participants in the intervention group had significant 
increase in satisfaction with social support and number of support persons between 
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baseline to posttest 1, baseline to posttest 2, and over the three time-points, but there 
was no significant change from posttest 1 to posttest 2. 
 
Within standard care group across the three time-points, there was a significant 
decrease in SSS (F=12.97, p<0.01), but no change in SSN (F=0.15, p=0.78). Using 
paired t-test between baseline and posttest 1, and baseline and posttest 2, there was 
significant decrease in SSS (Baseline and posttest 1: t=3.65, p<0.01; Baseline and 
posttest 2: t=3.14, p<0.01). There was no change SSS (t=1.67, p=0.12) between 
posttest 1 and posttest 2. There was no change in SSN at all time-points (Baseline and 
posttest 1: t=1.64, p=0.11; Baseline and posttest 2: t=0.94, p=0.36; Posttest 1 and 
posttest 2: t=-0.09, p=0.93). Participants in the standard care group had decreased 
satisfaction with support between baseline and posttest 1, baseline and posttest 2, and 
over the three time-points. 
 
Table A13 presents the persons providing social support participants in the standard 
care group and intervention group. Participants in the intervention group showed a 
large percentage increase in obtaining social support from siblings from baseline 
(21.94%) to posttest 1 (30.95%), The participants in the intervention group sought 
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Table A8 Comparison of social support between groups at three time-points using t-test 
  Group  
 Standard care (n=42) Intervention (n=38) t-test 
Item Overall 
range 
Range Mean (SD) Range Mean (SD) t p 
SSS  6-36       




29.92 (5.12) 1.08 0.28 




31.17 (5.15) -1.76 0.08 
    Posttest 2 7-36 7.00-36.00 28.00 (6.80) 26.00-
36.00 
32.68 (2.84) -2.84a 0.01 
SSN  0-36       
    Baseline 0-36 0.00-32.00 12.50 (9.06) 1.00-
36.00 
13.32 (8.97) -0.40 0.69 
    Posttest 1 0-36 0.00-29.00 8.88 (6.12) 1.00-
36.00 
17.23 (9.27) -4.02a <0.01 
    Posttest 2 0-36 0.00-29.00 9.32 (7.48) 4.00-
36.00 
17.54 (8.59) -3.39 <0.01 
Note. SSS = Social Support Satisfaction; SSN = Social Support Number. aEqual variances not assume.
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Table A9 SSS - Two-way ANOVA between groups 
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA  (Group X time) 






























F p F p F p F p 
1. Who can you count on to distract 
you from your worries when you 















<0.01	   4.75 0.04 10.02 <0.01 
2. Who can you really count on to 
help you feel more relaxed when 















<0.01	   2.56 0.12 4.76 0.01 
3. Who accepts you totally, 














16.64 <0.01	   21.7
9 
<0.01	   0.59 0.45 11.58 <0.01	  
4. Who can you really count on to 
care about you, regardless of what 













28.02 <0.01	   19.1
8 
<0.01	   1.54 0.22 13.47a <0.01	  
5. Who can you really count on to 















12.41 <0.01	   14.1
6 
<0.01	   2.60 0.12 7.60a <0.01	  
6. Who can you count on to 














21.85 <0.01	   27.6
5 
<0.01	   2.70 0.11 15.05 <0.01	  












25.08 <0.01	   23.7
7 
<0.01	   3.95 0.05 16.73a <0.01	  
Note. SSS = Social Support Satisfaction. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Table A10 SSN - Two-way ANOVA between groups  
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA (Group X time) 












Posttest 1 and 
posttest 2 
Baseline, 














F p F p F p F p 
1. Who can you count on to 
distract you from your worries 













3.82 0.06 5.84 0.02 3.79 0.06 3.12a 0.07 
2. Who can you really count on 
to help you feel more relaxed 














4.68 0.04 6.87 0.01 1.98 0.17 3.18a 0.06 
3. Who accepts you totally, 
including both your worst and 













7.28 0.01 2.62 0.11 4.24 0.05 3.94a 0.05 
4. Who can you really count on 
to care about you, regardless of 













7.51 0.01 3.61 0.06 1.18 0.29 3.01a 0.09 
5. Who can you really count on 
to help you feel better when 














7.75 0.01 5.48 0.02 1.97 0.17 2.46a 0.11 
6. Who can you count on to 














2.93 0.09 1.44 0.24 <0.01 0.98 0.17 0.85 












13.83 <0.01 10.83 <0.01 0.81 0.37 6.12a 0.01 
Note. SSN = Social Support Number. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Table A11 SSS within group comparison 
 Standard care (n=42) Intervention (n=38) 
 Baseline and  
posttest 1 






posttest 1, and 
posttest 2 
Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 
and  posttest 
2 
Baseline, 
posttest 1, and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. Who can you count on to distract 
you from your worries when you feel 
under stress? 
3.73 <0.01 3.15 0.01 0.57 0.58 7.74 0.01 3.73 <0.01 3.15 0.01 0.57 0.58 7.74 0.01 
2. Who can you really count on to 
help you feel more relaxed when you 
are under pressure or tense? 
0.93 0.36 2.48 0.02 1.46 0.16 5.57a 0.02 0.93 0.36 2.48 0.02 1.46 0.16 5.57a 0.02 
3. Who accepts you totally, including 
both your worst and your best points? 
3.09 0.01 3.31 <0.01 0.00 1.00 6.23 0.01 3.09 0.01 3.31 <0.01 0.00 1.00 6.23 0.01 
4. Who can you really count on to 
care about you, regardless of what is 
happening to you? 
4.19 <0.01 3.03 0.01 1.00 0.33 9.14a <0.01 4.19 <0.01 3.03 0.01 1.00 0.33 9.14a <0.01 
5. Who can you really count on to 
help you feel better when you are 
feeling generally down-in-the-
dumps? 
2.00 0.06 2.25 0.04 1.86 0.08 3.00 0.08 2.00 0.06 2.25 0.04 1.86 0.08 3.00 0.08 
6. Who can you count on to console 
you when you are very upset? 
3.33 <0.01 2.97 0.01 1.00 0.33 5.44 0.02 3.33 <0.01 2.97 0.01 1.00 0.33 5.44 0.02 
Total SSS 3.65 <0.01 3.14 0.01 1.67 0.12 12.97a <0.01 3.65 <0.01 3.14 0.01 1.67 0.12 12.97a <0.01 






Table A13 Persons providing social support 
Table A12 SSN within group comparison 
 Standard care (n=42) Intervention (n=38) 
 Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and  
posttest 2 
Baseline, 
posttest 1 and 
posttest 2 
Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and  
posttest 2 
Baseline, 
posttest 1 and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. Who can you count on to 
distract you from your 
worries when you feel 
under stress? 
1.33 0.20 1.65 0.12 1.00 0.33 0.92a 0.38 -1.44 0.16 -1.92 0.07 -1.88 0.07 2.72a 0.10 
2. Who can you really 
count on to help you feel 
more relaxed when you are 
under pressure or tense? 
-0.35 0.73 -0.35 0.73 0.72 0.49 0.57 0.58 -4.29 <0.01 -4.06 <0.01 -1.37 0.18 13.44a <0.01 
3. Who accepts you totally, 
including both your worst 
and your best points? 
3.64 <0.01 1.79 0.09 -1.46 0.16 4.44a 0.04 -0.46 0.65 -0.33 0.75 1.00 0.33 0.23a 0.65 
4. Who can you really 
count on to care about you, 
regardless of what is 
happening to you? 
2.16 0.04 1.00 0.33 -1.46 0.16 0.84a 0.38 -1.62 0.12 -1.78 0.09 -1.00 0.33 2.90a 0.10 
5. Who can you really 
count on to help you feel 
better when you are feeling 
generally down-in-the-
dumps? 
0.89 0.38 0.00 1.00 0.25 0.81 0.18 0.84 -3.21 <0.01 -3.42 <0.01 -1.99 0.06 8.81a <0.01 
6. Who can you count on to 
console you when you are 
very upset? 
0.50 0.62 -0.23 0.82 -0.44 0.67 0.70a 0.43 -2.19 0.04 -2.38 0.03 -0.25 0.81 3.12 0.06 
Total SSN 1.64 0.11 0.94 0.36 -0.09 0.93 0.15a 0.78 -4.24 <0.01 -4.13 <0.01 -1.48 0.15 13.24a <0.01 
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Stress and depression  
At baseline, there were no significant differences between the intervention and 
standard care groups in the overall stress and depression scores (t=-0.05, p=0.96), and 
in the stress subscale (t=-0.49, p=0.63) and depression subscale (t=0.49, p=0.63) 
(table A14), which meant that the two groups had homogenous baseline measures. 
Using independent t-test between groups at each time-point, significant differences 
were found between intervention and standard care groups at posttest 1 and posttest 2 
for overall stress and depression (Posttest 1: t=2.92, p=0.01; Posttest 2: t=3.03, 
p=0.01), stress subscale (Posttest 1: t=2.85, p=0.01; Posttest 2: t=2.90, p=0.01) and 
depression subscale (Posttest 1: t=2.64, p=0.01; Posttest 2: t=2.82, p=0.01). 
Participants in the intervention group had significant lower stress and depression in 
the posttests when compared with the standard care group.  
 
When comparing all three time-points (baseline and the two follow-ups) using two-
way ANOVA repeated measures, the interaction terms between group and time was 
significant for overall stress and depression (F=11.22, p<0.01) scores, stress subscale 
(F=9.12, p<0.01), and depression subscale (F=8.88, p<0.01) (table A15). No 
significant time effect was observed for overall stress and depression (F=2.37, 
p=0.12) stress subscale (F=2.79, p=0.08), and depression subscale (F=1.22, p=0.29). 
An intervention (group) effect was signfiicant for overall stress and depression 
(F=7.32, p=0.01), stress subscale (F=6.45, p=0.02) and depression subscale (F=5.93, 
p=0.02). Plots of the marginal means against time of the three scores are presented in 
figure A9 to A11. 
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Between baseline and posttest 1, the interaction terms between group and time was 
significant for overall stress and depression (F=16.82, p<0.01), stress subscale 
(F=17.84, p<0.01), and depression subscale (F=11.21, p<0.01). Time effect was not 
significant for overall stress and depression (F=0.16, p=0.69), stress subscale (F=0.03, 
p=0.87), and depression subscale (F=0.40, p=0.53). An intervention (group) effect 
was not significant for overall stress and depression (F=2.21, p=0.14), stress subscale 
(F=1.45, p=0.23), and depression subscale (F=2.63, p=0.11).  
 
Between baseline and posttest 2, the interaction terms between group and time was 
significant for overall stress and depression (F=15.20, p<0.01), stress subscale 
(F=11.72, p<0.01) and depression subscale (F=13.02, p<0.01). Time effect was not 
significant for overall stress and depression (F=1.85, p=0.18), stress subscale (F=3.11, 
p=0.09) and depression subscale (F=0.30, p=0.59). An intervention (group) effect was 
significant for overall stress and depression (F=5.66, p=0.02), stress subscale (F=4.31, 
p=0.04) and depression subscale (F=5.71, p=0.02).  
 
Between posttest 1 and posttest 2, the interaction terms between group and time was 
not significant for overall stress and depression (F=0.10, p=0.75), stress subscale 
(F=0.11, p=0.75) and depression subscale (F=1.20, p=0.28). Time effect was 
significant for overall stress and depression (F=11.07, p<0.01) and stress subscale 
(F=10.12, p<0.01), and depression subscale (F=6.61, p=0.01). An intervention 
(group) effect was significant for overall stress and depression (F=12.93, p<0.01), 
stress subscale (F=12.26, p<0.01), and depression subscale (F=9.55, p<0.01). 
Participants in the intervention group had significant lower stress and depression 
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between baseline and posttest 1, baseline and posttest 2, and over the three time-
points when compared with the standard care group. 
 
ANOVA repeated measures and paired t-test were conducted for multiple 
comparisons within groups (table A16). Within intervention group across the three 
time-points, there was significant decrease in overall stress and depression (F=13.95, 
p<0.01), stress subscale (F=13.76, p<0.01), and depression subscale (F=9.44, p<0.01). 
Between baseline and posttest 1, baseline and posttest 2, and posttest 1 and posttest 2, 
there was significant reduction in overall stress and depression (Baseline and posttest 
1: t=3.86, p<0.01; Baseline and posttest 2: t=4.26, p<0.01; Posttest 1 and posttest 2: 
t=2.82, p=0.01), stress subscale (Baseline and posttest 1: t=4.19, p<0.01; Baseline and 
posttest 2: t=4.33, p<0.01; Posttest 1 and posttest 2: t=2.35, p=0.03), and depression 
subscale (Baseline and posttest 1: t=2.76, p=0.01; Baseline and posttest 2: t=3.50, 
p<0.01; posttest 1 and posttest 2: t=2.74, p=0.01). Participants in the intervention 
group had significant lower stress and depression between baseline and posttest 1, 
baseline and posttest 2, posttest 1 and posttest 2, and over the three time-points. 
 
Within standard care group across the three time-points, there was no change in 
overall stress and depression (F=3.07, p=0.09), stress subscale (F=2.21, p=0.15), and 
depression subscale (F=2.66, p=0.12). Between baseline and posttest 1, there was 
significant increase in overall stress and depression (t=-2.44, p=0.02), stress subscale 
(t=-2.39, p=0.03) and depression subscale (t=-2.18, p=0.04). Between baseline and 
posttest 2, there was no change in overall stress and depression (t=-1.58, p=0.13), 
stress subscale (t=-1.00, p=0.33) and depression subscale (t=-1.82, p=0.09). There 
was significant decrease in overall stress and depression (t=2.15, p=0.05) and stress 
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subscale (t=2.19, p=0.05), but no change in depression subscale (t=1.16, p=0.26) 
between posttest 1 and posttest 2. Participants in the standard care group had 
significant increase in stress and depression between baseline and posttest 1, and over 
the three time-points. They also had a significant increase in overall stress and 
depression and stress between posttest 1 and posttest 2. 
 
Table A14 Comparison of stress and depression between groups at three time-
points using t-test 
  Group  
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Table A15 Stress and depression - Two-way ANOVA between groups  
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA (Group X time) 




Posttest 1 and 
posttest 2 
Baseline, posttest 













F p F p F p F p 












0.64 0.43 0.03 0.86 0.00 0.99 0.09a 0.85 
2. I couldn't seem to experience any 













5.80 0.02 6.21 0.02 2.33 0.14 2.78a 0.09 
3. I found it difficult to work up the 













3.07 0.09 7.56 0.01 0.19 0.67 2.78a 0.09 












7.92 0.01 18.89 <0.01 1.48 0.23 9.90a <0.01	  














16.83 <0.01 8.36 0.01 7.86 0.01 9.76a <0.01	  














3.53 0.07 6.56 0.01 2.75 0.11 2.97a 0.07 












15.01 <0.01 8.05 0.01 0.14 0.71 4.26 0.02 












8.17 0.01 4.07 0.05 0.88 0.35 2.20a 0.13 












4.99 0.03 6.22 0.02 3.45 0.07 3.65a 0.04 
10. I was intolerant of anything that 














2.08 0.16 2.19 0.15 0.02 0.89 1.41a 0.25 














3.43 0.07 4.39 0.04 0.76 0.39 3.16a 0.07 














4.28 0.04 3.80 0.06 5.94 0.02 5.58a 0.02 












7.82 0.01 2.36 0.13 0.82 0.37 2.62a 0.09 












5.33 0.03 2.82 0.10 3.26 0.08 4.33a 0.03 












17.84 <0.01 11.72 <0.01 0.11 0.75 9.12a <0.01 












11.21 <0.01 13.02 <0.01 1.20 0.28 8.88a <0.01 












16.82 <0.01 15.20 <0.01 0.10 0.75 11.22a <0.01 
Note. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Figure A9 Marginal means against time for stress and depression  
 
 









Table A16 Stress and depression within group comparison 
 Standard care (n=42) Intervention (n=38) 
 Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and 
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and  
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. I found it hard to wind down 0.00 1.00 1.12 0.28 1.15 0.27 0.88a 0.38 1.68 0.10 2.17 0.04 1.41 0.17 2.39 0.11 
2. I couldn't seem to experience any 
positive feeling at all 
-1.44 0.16 -0.57 0.58 0.00 1.00 0.00 1.00 1.98 0.06 2.93 0.01 2.43 0.02 5.59a 0.02 
3. I found it difficult to work up the 
initiative to do things 
-1.81 0.08 -1.76 0.10 1.46 0.16 2.33a 0.15 0.47 0.65 2.12 0.04 1.99 0.06 2.19a 0.14 
4. I tended to over-react to situations -2.76 0.01 -3.44 <0.01 -1.00 0.33 8.49a 0.01 1.00 0.33 2.00 0.06 1.16 0.26 2.20 0.13 
5. I felt that I was using a lot of nervous 
energy 
-2.59 0.02 -1.24 0.23 2.08 0.06 2.78 0.10 3.34 <0.01 3.30 <0.01 -1.00 0.33 9.96a <0.01 
6. I felt that I had nothing to look forward 
to 
-1.44 0.16 -1.71 0.10 -1.00 0.33 1.18a 0.31 1.14 0.26 1.80 0.08 1.44 0.16 1.92 0.17 
7. I found myself getting agitated -2.61 0.02 -1.14 0.27 1.15 0.27 1.65 0.21 2.90 0.01 3.03 0.01 0.90 0.38 4.72 0.02 
8. I found it difficult to relax -1.30 0.21 0.00 1.00 0.00 1.00 0.00 1.00 3.34 <0.01 2.93 0.01 1.41 0.17 5.84a 0.01 
9. I felt down-hearted and blue -0.20 0.85 -0.24 0.82 -1.00 0.33 0.14a 0.78 3.75 <0.01 3.86 <0.01	   1.80 0.08 7.49 <0.01 
10. I was intolerant of anything that kept 
me from getting on with what I was doing 
-0.65 0.52 0.37 0.72 1.46 0.16 0.32a 0.64 1.72 0.10 3.29 <0.01	   1.80 0.08 5.77a 0.01 
11. I was unable to become enthusiastic 
about anything 
-1.66 0.11 -1.76 0.10 0.00 1.00 2.14a 0.15 0.57 0.57 1.16 0.26 1.36 0.19 1.32a 0.27 
12. I felt I wasn't worth much as a person -1.77 0.09 -1.46 0.16 1.86 0.08 2.97a 0.10 1.00 0.33 1.00 0.33 - - 1.00 0.33 
13. I felt that I was rather touchy -2.09 0.05 -0.37 0.72 2.24 0.04 2.45 0.12 1.80 0.08 1.87 0.07 1.14 0.27 2.14a 0.14 
14. I felt that life was meaningless -1.81 0.08 -1.00 0.33 1.38 0.19 2.02a 0.17 1.44 0.16 1.44 0.16 - - 2.08 0.16 
Stress subscale -2.39 0.03 -1.00 0.33 2.19 0.05 2.21a 0.15 4.19 <0.01 4.33 <0.01 2.35 0.03 13.76a <0.01 
Depression subscale -2.18 0.04 -1.82 0.09 1.16 0.26 2.66a 0.12 2.76 0.01 3.50 <0.01 2.74 0.01 9.44a <0.01 
Total stress and depression  -2.44 0.02 -1.58 0.13 2.15 0.05 3.07a 0.09 3.86 <0.01 4.26 <0.01 2.82 0.01 13.95a <0.01 
Note. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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General closeness 
At baseline, there were no significant differences between the intervention and 
standard care groups in the general closeness scale (GCS) (t=0.03, p=0.98) (table 
A17), which meant that the two groups had homogenous baseline measures. Using 
independent t-test between groups at each time-point, significant differences were 
found between intervention and standard care groups at posttest 1 (t=-3.38, p<0.01) 
and posttest 2 (t=-3.98, p<0.01). The intervention group had significant greater 
closeness with the patient at the posttests when compared with the standard care 
group. 
 
When comparing all three time-points (baseline and the two follow-ups) using two-
way ANOVA repeated measures, the interaction terms between group and time was 
significant for GCS (F=14.13, p<0.01) (table A18). No significant time effect was 
observed (F=0.04, p=0.89), but there was an intervention (group) effect (F=9.55, 
p<0.01). Plots of the marginal means against time of the three scores are presented in 
figure A12. 
 
Between baseline and posttest 1, the interaction terms between group and time was 
significant for GCS (F=14.04, p<0.01). Time effect (F=0.11, p=0.74) was not 
significant but intervention (group) effect (F=4.77, p=0.03) was significant. Between 
baseline and posttest 2, the interaction terms between group and time was significant 
for GCS (F=22.55, p<0.01). Time effect (F=0.08, p=0.78) was not significant but 
intervention (group) effect (F=5.09, p=0.03) was significant. Between posttest 1 and 
posttest 2, the interaction terms between group and time was significant for GCS 
(F=6.78, p=0.01). Time effect was not significant (F=0.18, p=0.68), but intervention 
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(group) effect was significant (F=16.78, p<0.01). The intervention group had 
significantly greater closeness with the patient between baseline and posttest 1, 
baseline and posttest 2, posttest 1 and posttest 2, and over the three time-points when 
compared with the standard care group. 
 
ANOVA repeated measures and paired t-test were conducted for multiple 
comparisons within groups (table A19). There was a significant increase in GCS 
(F=15.83, p<0.01) within the intervention group, but there was no change in the 
standard care group (F=3.41, p=0.08). Using paired t-test for comparisons between 
time-points, the intervention group showed significant improvement between baseline 
and posttest 1 (t=-3.84, p<0.01), baseline and posttest 2 (t=-4.69, p<0.01), and 
posttest 1 and posttest 2 (t=-2.88, p=0.01). For the standard care group, there was 
significant decrease in GCS between baseline and posttest 2 (t=2.53, p=0.02), and no 
significant change between baseline and posttest 1 (t=1.93, p=0.07), and posttest 1 
and posttest 2 (t=1.15, 0.27). Participants in the interventions group had significant 
increase in closeness with the patient between baseline and posttest 1, baseline and 
posttest 2, posttest 1 and posttest 2, and over the three time-points. Participants in the 
standard care group had significant decrease in closeness with patient between 
baseline and posttest 2. 
 
Table A17 Comparison of general closeness with patient between groups at three time-points using t-
test 
  Group  
 Standard care (n=42) Intervention (n=38) t-test 
Item Overall 
range 
Range Mean (SD) Range Mean (SD) t p 
GCS 4-16       
    Baseline 4-16 4.00-16.00 12.02 (3.61) 4.00-16.00 12.00 (3.17) 0.03 0.98 
    Posttest 1 4-16 4.00-16.00 10.65 (4.05) 7.00-16.00 13.73 (2.45) -3.38a <0.01 
    Posttest 2 4-16 4.00-16.00 10.05 (3.88) 8.00-16.00 14.00 (2.33) -3.98a <0.01 
Note. GCS = General Closeness Scale. aEqual variances not assumed.
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Table A18 GCS - Two-way ANOVA between groups  
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA (Group X time) 






























F p F p F p F p 
1. Taking everything into 
consideration, how close do 
you feel is the relationship 













6.23 0.02 16.69 <0.01	   7.94 0.01 10.90a <0.01 
2. How is communication 
between yourself and ____ - 
How well can you exchange 
ideas or talk about things that 













6.03 0.02 10.20 <0.01	   2.75 0.11 4.96a 0.02 
3. In general, how similar are 














10.84 <0.01 10.36 <0.01 0.39 0.54 7.43a 0.01 
4. Generally, how well do you 













6.89 0.01 16.14 <0.01 2.88 0.10 9.78a <0.01 












14.04 <0.01 22.55 <0.01 6.78 0.01 14.13a <0.01 
Note. GCS = General Closeness Scale. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Figure A12 Marginal means against time for GCS 
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Table A19 GCS within group comparison 
 Standard care (n=42) Intervention (n=38) 
 Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and  
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 
and  posttest 
2 
Baseline, 
posttest 1, and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. Taking everything into 
consideration, how close do you 
feel is the relationship between 
yourself and _____? 
1.77 0.09 3.01 0.01 1.86 0.08 5.67a 0.02 -1.76 0.09 -2.54 0.02 -2.13 0.04 4.28a 0.03 
2. How is communication 
between yourself and ____ - How 
well can you exchange ideas or 
talk about things that really 
concern you? 
0.52 0.61 1.25 0.23 1.00 0.33 0.35a 0.60 -3.32 <0.01 -3.87 <0.01 -1.44 0.16 10.41a <0.01 
3. In general, how similar are your 
views about life to those of ____? 
1.78 0.09 1.80 0.09 0.00 1.00 2.02a 0.17 -3.03 0.01 -2.87 0.01 -1.00 0.33 6.86a 0.01 
4. Generally, how well do you and 
____ get along together? 
2.39 0.03 2.72 0.01 0.57 0.58 4.66a 0.04 -1.07 0.29 -2.79 0.01 -2.13 0.04 4.28a 0.03 
Total GCS 1.93 0.07 2.53 0.02 1.15 0.27 3.41a 0.08 -3.84 <0.01 -4.69 <0.01 -2.88 0.01 15.83a <0.01 
Note. GCS = General Closeness Scale. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Self-efficacy in self-care 
At baseline, participants in the standard care groups had higher self-efficacy self-care 
scale (SESCS) (t=2.67, p=0.01), and in the obtaining respite (t=2.29, p=0.02) and 
controlling upsetting thoughts (t=2.03, p=0.05) subscales (table A20). Participants in 
the standard care group had better baseline measures compared with intervention 
group. Using independent t-test between groups at each time-point, significant 
differences were found between intervention and standard care groups at posttest 1 for 
controlling upsetting thoughts (t=-2.04, p=0.05), and posttest 2 for SESCS (t=-3.23, 
p<0.01), obtaining respite subscale (t=-2.62, p=0.02), and controlling thought 
subscale (t=-3.19, p<0.01), and participants in the intervention group had higher 
scores in all three measures. There was no significant difference for SESCS (t=-1.96, 
p=0.06) and obtaining respite subscale (t=-1.44, p=0.16) at posttest 1. The 
intervention group had significant higher self-efficacy obtaining respite in posttest 1, 
and higher self-efficacy in self-care, obtaining respite, and controlling upsetting 
thoughts at posttest 2 when compared with the standard care group. 
 
When comparing all three time-points (baseline and the two follow-ups) using two-
way ANOVA repeated measures, the interaction terms between group and time were 
significant for SESCS (F=21.00, p<0.01), obtaining respite subscale (F=11.26, 
p<0.01), and controlling thoughts subscale (F=16.39, p<0.01) (table A21). No 
significant time effect was observed for SESCS (F=0.39, p=0.62), obtaining respite 
(F=0.50, p=0.54), and controlling upsetting thoughts (F=2.04, p=0.14). There was no 
significant intervention (group) effect for SESCS (F=2.47, p=0.12), obtaining respite 
subscale (F=1.67, p=0.20) and controlling upsetting thoughts subscale (F=1.92, 
p=0.17). Plots of the marginal means against time of the three scores are presented in 
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figure A13 to 15. 
 
Between baseline and posttest 1, the interaction terms between group and time was 
significant for SESCS (F=34.83, p<0.01), obtaining respite subscale (F=16.19, 
p<0.01), and controlling thoughts subscale (F=30.03, p<0.01). Time effect was not 
significant for SESCS (F=0.15, p=0.70), obtaining respite subscale (F=0.04, p=0.85), 
and controlling upsetting thoughts subscale (F=1.03, p=0.32). An intervention (group) 
effect was not significant for SESCS (F=0.07, p=0.79), obtaining respite subscale 
(F=0.08, p=0.78), and controlling upsetting thoughts subscale (F=0.02, p=0.89).  
 
Between baseline and posttest 2, the interaction terms between group and time was 
significant for SESCS (F=30.44, p<0.01), obtaining respite subscale (F=17.16, 
p<0.01), and controlling upsetting thoughts subscale (F=32.80, p<0.01). Time effect 
was not significant for SESCS (F=0.02, p=0.88), obtaining respite subscale (F=0.76, 
p=0.39), and controlling upsetting thoughts subscale (F=0.96, p=0.33). An 
intervention (group) effect was not significant for SESCS (F=1.86, p=0.18), obtaining 
respite subscale (F=0.94, p=0.34) and controlling upsetting thoughts subscale (F=1.88, 
p=0.18).  
 
Between posttest 1 and posttest 2, the interaction terms between group and time was 
not significant for SESCS (F=3.10, p=0.09), obtaining respite subscale (F=3.08, 
p=0.09), and controlling upsetting thoughts subscale (F=1.24, p=0.27). Time effect 
was not significant for SESCS (F=1.69, p=0.20), obtaining respite subscale (F=1.07, 
p=0.31), and controlling upsetting thoughts subscale (F=1.24, p=0.27). An 
intervention (group) effect was significant for SESCS (F=8.10, p=0.01), obtaining 
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respite subscale (F=5.42, p=0.03), and controlling upsetting thoughts subscale 
(F=7.24, p=0.01). The intervention group had significant higher self-efficacy in self-
care, obtaining respite, and controlling upsetting thoughts between baseline and 
posttest 1, baseline and posttest 2, and over the three time-points when compared with 
the standard care group. 
 
ANOVA repeated measures and paired t-test were conducted for multiple 
comparisons within groups (table A22). Within intervention group across the three 
time-points, there was significant increase in SESCS (F=12.65, p<0.01), obtaining 
respite subscale (F=11.66, p<0.01), and controlling upsetting thoughts subscale 
(F=10.21, p<0.01). Between baseline and posttest 1, and baseline and posttest 2, there 
was significant increase in SESCS (Baseline and posttest 1: t=-4.88, p<0.01; Baseline 
and posttest 2: t=-5.18, p<0.01), obtaining respite subscale (Baseline and posttest 1: 
t=-3.65, p<0.01; Baseline and posttest 2: t=-4.09, p<0.01), and controlling upsetting 
thoughts subscale (Baseline and posttest 1: t=-3.43, p<0.01; Baseline and posttest 2: 
t=-4.17, p<0.01). Between posttest 1 and posttest 2, there was improvement in SESCS 
(t=-2.02, p=0.05), but no change in obtaining respite subscale (t=-1.92, p=0.07) and 
controlling upsetting thoughts subscale (t=-1.59, p=0.12). The intervention group had 
significant increase in self-efficacy in self-care, obtaining respite, and controlling 
upsetting thoughts between baseline and posttest 1, baseline and posttest 2, and over 
the three time-points. They had significant increase in self-efficacy in self-care 
between posttest 1 and posttest 2. 
 
Within standard care group across the three time-points, there was decrease in SESCS 
(F=6.65, p=0.02) and controlling upsetting thoughts subscale (F=12.02, p<0.01), but 
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no change in obtaining respite subscale (F=2.63, p=0.12). Between baseline and 
posttest 1, there was significant decrease in SESCS (t=3.68, p<0.01), obtaining respite 
subscale (t=2.27, p=0.03), and controlling upsetting thoughts subscale (t=4.23, 
p<0.01). Between baseline and posttest 2, there was significant decrease in SESCS 
(t=2.95, p=0.01) and controlling upsetting thoughts (t=3.82, p<0.01), but no change in 
obtaining respite subscale (t=2.02, p=0.06). Between posttest 1 and posttest 2, there 
was no change in SESCS (t=1.13, p=0.28), obtaining respite subscale (t=0.89, 
p=0.39), and controlling upsetting thoughts subscale (t=0.00, p=1.00). The standard 
group had significant lower self-efficacy in self-care and obtaining respite between 
baseline and posttest 2 and over the three time-points. They had significant lower self-
efficacy in self-care, obtaining respite, and controlling upsetting thoughts between 
baseline and posttest 1. 
 
Table A20 Comparison of SESCS between groups at three time-points using t-test 
  Group  










SESCS 0-100       



























  Obtaining respite subscale 0-50       



























  Control upsetting thoughts  
  subscale 
0-50       



























Note. SESCS = Self-Efficacy in Self-Care Scale. aEqual variances not assumed. 
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Table A21 SESCS - Two-way ANOVA between groups 
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA (Group X time) 






























F p F p F p F p 
1. How confident are you that you 
can ask a friend/family member to 
stay with ___ for a day when you 













9.80 <0.01	   14.69 <0.01	   3.11 0.09 9.96a <0.01 
2. How confident are you that you 
can ask a friend/family member to 
stay with ___ for a day when you 













10.80 <0.01	   14.61 <0.01	   2.32 0.14 9.49a <0.01 
3. How confident are you that you 
can ask a friend or family member 













5.51 0.02 7.48 0.01 2.21 0.15 4.56a 0.02 
4.  How confident are you that you 
can ask a friend/family member to 
stay with ___ for a day when you 













12.65 <0.01 9.93 <0.01 0.72 0.40 6.70a <0.01 
5. How confident are you that you 
can ask a friend/family member to 
stay with ___ for a week when you 













8.43 0.01 2.95 0.09 0.12 0.74 2.06a 0.15 
6. How confident are you that you 
can control thinking about 
unpleasant aspects of taking care of 













27.08 <0.01 16.40 <0.01 0.10 0.75 11.01a <0.01 
7. How confident are you that you 
can control thinking how unfair it 
is that you have to put up with this 













11.48 <0.01	   15.21 <0.01	   0.15 0.70 10.06a <0.01	  
8. How confident are you that you 
can control thinking about what a 
good life you had before ___’s 













12.56 <0.01	   19.40 <0.01	   1.12 0.30 11.41a <0.01	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 9. How confident are you that you 
can control thinking about what 
you are missing or giving up 













17.54 <0.01	   18.15 <0.01	   0.62 0.44 13.60a <0.01	  
10. How confident are you that you 
can control worrying about future 














6.31 <0.01	   10.28 <0.01	   3.59 0.07 6.10a 0.01 












16.19 <0.01	   17.16 <0.01 3.08 0.09 11.26a <0.01 














30.03 <0.01	   32.80 <0.01 1.24 0.27 16.39 <0.01 












34.83 <0.01 30.44 <0.01 3.10 0.09 21.00a <0.01 
Note. SESCS = Self-Efficacy in Self-Care Scale. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used 
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Table A22 SESCS within group comparison 
 Standard care (n=42) Intervention (n=38) 
 Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and 
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and  
posttest 2 
Baseline, 
posttest 1, and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. How confident are you that 
you can ask a friend/family 
member to stay with ___ for a 




0.06 2.28 0.04 1.00 0.33 3.30a 0.08 -2.48 0.02 -3.23 <0.01	   -1.74 0.09 7.77a 0.01 
2. How confident are you that 
you can ask a friend/family 
member to stay with ___ for a 
day when you have errands to be 
done?  
1.83 0.08 1.99 0.06 0.44 0.67 2.37a 0.14 -2.85 0.01 -3.60 <0.01	   -1.86 0.07 9.47a <0.01 
3. How confident are you that 
you can ask a friend or family 
member to do errands for you?  
1.87 0.07 2.23 0.04 1.27 0.22 1.86 0.19 -1.32 0.20 -1.29 0.21 -0.38 0.71 1.43a 0.25 
4.  How confident are you that 
you can ask a friend/family 
member to stay with ___ for a 
day when you feel the need for a 
break?  
2.18 0.04 1.08 0.30 -0.45 0.66 1.14 0.35 -3.21 <0.01	   -4.12 <0.01 -2.46 0.02 7.74 <0.01 
5. How confident are you that 
you can ask a friend/family 
member to stay with ___ for a 
week when you need the time 
for yourself? 
1.11 0.28 -0.14 0.89 -1.00 0.33 0.04a 0.87 -3.23 <0.01	   -2.65 0.01 -0.84 0.41 5.43a 0.01 
6. How confident are you that 
you can control thinking about 
unpleasant aspects of taking care 
of ___?   
2.90 0.01 2.45 0.03 0.44 0.67 1.96 0.18 -4.53 <0.01	   -3.47 <0.01 0.00 1.00 10.82a <0.01 
7. How confident are you that 
you can control thinking how 
3.33 <0.01	   3.47 <0.01	   0.00 1.00 9.19a 0.01 -0.89 0.38 -1.44 0.16 -0.54 0.60 0.65 0.53 
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unfair it is that you have to put 
up with this situation (taking 
care of  __  )?  
8. How confident are you that 
you can control thinking about 
what a good life you had before 
___’s illness and how much 
you’ve lost? 
3.48 <0.01	   3.40 <0.01	   0.44 0.67 9.54a 0.01 -1.26 0.22 -2.06 0.05 -1.22 0.23 1.58 0.22 
9. How confident are you that 
you can control thinking about 
what you are missing or giving 
up because of ___? 
3.64 <0.01	   3.12 0.01 -0.44 0.67 8.18a 0.01 -2.00 0.06 -2.47 0.02 -1.40 0.18 3.72a 0.04 
10. How confident are you that 
you can control worrying about 
future problems that might come 
up with ___? 
0.77 0.45 0.66 0.52 -0.49 0.63 0.49a 0.52 -3.09 <0.01 -4.66 <0.01 -3.23 <0.01 10.21 <0.01 
Obtaining respite subscale 2.27 0.03 2.02 0.06 0.89 0.39 2.63a 0.12 -3.65 <0.01 -4.09 <0.01 -1.92 0.07 11.66a <0.01 
Controlling upsetting thoughts 
subscale 
4.23 <0.01 3.82 <0.01 0.00 1.00 12.02
a 
<0.01 -3.43 <0.01 -4.17 <0.01 -1.59 0.12 10.21 <0.01 
Total SESCS 3.68 <0.01 2.95 0.01 1.13 0.28 6.65a 0.02 -4.88 <0.01 -5.18 <0.01 -2.02 0.05 12.65 <0.01 
Note. SESCS = Self-Efficacy in Self-Care Scale. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used 
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Rewards of caregiving 
At baseline, there were no significant differences between the intervention and 
standard care groups in the rewards of caregiving (RC) (t=-1.53, p=0.13) (table A23), 
which meant that the two groups had homogenous baseline measures. Using 
independent t-test between groups at each time-point, significant differences were 
found between intervention and standard care groups at posttest 1 (t=-3.90, p<0.01) 
and posttest 2 (t=-4.95, p<0.01). The intervention group had significant greater 
rewards of caregiving at the posttests when compared with the standard care group. 
 
When comparing all three time-points (baseline and the two follow-ups) using two-
way ANOVA repeated measures, the interaction terms between group and time, was 
significant for RC (F=12.55, p<0.01) (table A24). The time effect (F=0.61, p=0.47) 
and intervention (group) effect were found to be significant (F=18.28, p<0.01). Plots 
of the marginal means against time of the three scores are presented in figure A16.  
 
Between baseline and posttest 1, baseline and posttest 2, and posttest 1 and posttest 2, 
interaction terms between group and time using two-way ANOVA repeated measures 
were significant for RC (Baseline and posttest 1: F=8.07, p=0.01; baseline and 
posttest 2; (F=18.73, p<0.01); Posttest 1 and posttest 2: F=6.19, p=0.02). Between 
baseline and posttest 1, time effect (F=2.83, p=0.10) was not significant, but 
intervention (group) effect (F=9.28, p<0.01) was significant. Between baseline and 
posttest 2, time effect (F=0.99, p=0.33) was not significant, but intervention (group) 
effect (F=16.18, p<0.01) was significant. Between posttest 1 and posttest 2, time 
effect was not significant (F=0.72, p=0.40), but intervention (group) effect was 
significant (F=26.72, p<0.01). The intervention group had significant greater rewards 
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of caregiving between baseline and posttest 1, baseline and posttest 2, posttest 1 and 
posttest 2, and over the three time-points when compared with the standard care group. 
 
ANOVA repeated measures and paired t-test were conducted for multiple 
comparisons within groups (table A25). There was significant improvement in RC 
(F=18.36, p<0.01) within the intervention group, but there was no significant change 
in the standard care group (F=1.97, p=0.18). Using paired t-test comparisons between 
time-points, the intervention group showed significant improvement in RC between 
baseline and posttest 1 (t=-4.68, p<0.01), baseline and posttest 2 (t=-4.72, p<0.01), 
and posttest 1 and posttest 2 (t=-2.73, p=0.01). For the standard care group, there was 
no significant change between baseline and posttest 1 (t=0.63, p=0.53), baseline and 
posttest 2 (t=1.88, p=0.08), and posttest 1 and posttest 2 (t=1.04, p=0.32). Participants 
in the intervention group had significant increase in rewards of caregiving between 
baseline and posttest 1, baseline and posttest 2, posttest 1 and posttest 2, and over the 
three time-points. There was no significant change in rewards of caregiving in the 
standard care group. 
 
Table A23 Comparison of RC between groups at three time-points using t-test 
  Group  








RC 0-40       



























Note. RC = Rewards of Caregiving. aEqual variances not assumed. 
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Table A24 RC - Two-way ANOVA between groups  
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA (Group X time) 













and posttest 2 
Baseline, 














F p F p F p F p 
1. Does caring for your 
relative/friend help you feel like 














7.89 0.01 7.14 0.01 1.02 0.32 5.95a 0.01 
2. Does caring for him/her help you 













7.06 0.01 8.46 0.01 0.02 0.89 7.40a 0.01 
3. Is it rewarding because you feel 














0.80 0.37 8.12 0.01 4.00 0.05 5.20a 0.01 
4. Does caring for him/her add 













0.01 0.94 3.86 0.06 3.76 0.06 0.97a 0.35 
5. Does caring for your 














5.98 0.02 8.60 0.01 0.01 0.91 5.47a 0.01 
6. Is just ‘being there’ for him/her 















<0.01 9.72 <0.01 6.60a 0.01 
7. Have you personally grown as a 













0.58 0.45 4.37 0.04 1.79 0.19 1.75a 0.19 
8. Do you feel glad that you are the 
















<0.01 1.28 0.27 10.50
a 
<0.01 
9. Is caring for your relative/friend 














2.25 0.14 8.29 0.01 4.24 0.05 4.81a 0.02 
10. Is it rewarding to know that you 















<0.01 2.88 0.10 6.63a 0.01 














<0.01 6.19 0.02 12.55
a 
<0.01 
Note. RC = Rewards of Caregiving. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Table A25 RC within group comparison 
 Standard care (n=42) Intervention (n=38) 
 Baseline 
and  posttest 
1 
Baseline 









Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 




and posttest 2 
Item t p t p t p F p t p t p t p F p 
1. Does caring for your relative/friend help 
you feel like you are doing something 
important? 
2.07 0.05 1.60 0.13 0.46 0.65 1.41 0.28 -1.88 0.07 -2.22 0.04 -1.36 0.19 3.84a 0.05 
2. Does caring for him/her help you feel 
good about yourself? 
0.62 0.54 0.72 0.48 -1.29 0.22 1.12a 0.32 -3.61 <0.01 -4.04 <0.01 -2.28 0.03 12.93
a 
<0.01 
3. Is it rewarding because you feel you make 
life a little easier for your relative/friend? 
-0.38 0.70 1.49 0.15 1.78 0.10 1.24a 0.29 -2.85 0.01 -2.74 0.01 -1.15 0.26 4.22 0.03 
4. Does caring for him/her add meaning to 
your life? 
-1.40 0.18 -0.17 0.87 - - 0.92 0.35 -2.36 0.03 -3.81 <0.01 -2.53 0.02 9.43a <0.01 
5. Does caring for your relative/friend give 
you a sense of accomplishment? 
0.35 0.73 0.61 0.55 -1.73 0.10 0.45a 0.54 -4.12 <0.01 -4.55 <0.01 -1.36 0.19 9.25 <0.01 
6. Is just ‘being there’ for him/her rewarding 
to you? 
0.00 1.00 2.11 0.05 2.30 0.04 3.37 0.06 -2.39 0.02 -3.10 0.01 -1.55 0.13 6.26a 0.01 
7. Have you personally grown as a result of 
being a caregiver? 
0.66 0.52 1.49 0.15 1.17 0.26 1.00a 0.35 -0.34 0.74 -1.28 0.21 -0.78 0.44 0.48a 0.57 
8. Do you feel glad that you are the one who 
is providing care to your relative/friend? 
1.99 0.06 2.31 0.03 -1.31 0.21 3.15 0.07 -2.43 0.02 -2.73 0.01 -1.80 0.08 5.64a 0.02 
9. Is caring for your relative/friend rewarding 
because it makes him/her happy? 
0.00 1.00 1.24 0.23 1.46 0.16 1.04a 0.35 -2.73 0.01 -3.10 <0.01 -1.00 0.33 6.85a 0.01 
10. Is it rewarding to know that you are 
helpful to your relative/friend? 
0.60 0.56 1.63 0.12 0.37 0.72 1.14a 0.31 -2.47 0.02 -3.33 <0.01 -2.73 0.01 8.19a 0.01 
Total RC 0.63 0.53 1.88 0.08 1.04 0.32 1.97a 0.18 -4.68 <0.01 -4.72 <0.01 -2.73 0.01 18.36
a 
<0.01 
Note. RC = Rewards of Caregiving. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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Knowledge 
At baseline, there were no significant differences between the intervention and 
standard care groups in their knowledge (t=1.08, p=0.28) (table A26), which meant 
that the two groups had homogenous baseline measures. Using independent t-test 
between groups at each time-point, significant differences were found between 
intervention and standard care groups at posttest 1 (t=-3.90, p<0.01) and posttest 2 
(t=-4.95, p<0.01). The intervention group had significant higher knowledge on 
advanced care planning, community resources, and managing death of patient at the 
posttests compared to the standard care group. 
 
When comparing all three time-points (baseline and the two follow-ups) using two-
way ANOVA repeated measures, the interaction terms between group and time was 
significant for knowledge (F=62.90, p<0.01) (table A27). The time effect (F=106.14, 
p<0.01) and intervention (group) effect were also significant (F=25.74, p<0.01). Plots 
of the marginal means against time of the three scores are presented in figure A17.  
 
Between baseline and posttest 1, the interaction terms between group and time was 
significant for knowledge (F=102.07, p<0.01). Time effect (F=160.27, p<0.01) and 
intervention (group) effect was significant (F=14.40, p<0.01) were significant. 
Between baseline and posttest 2, the interaction terms between group and time was 
significant for knowledge (F=90.80, p<0.01). Time effect (F=146.35, p<0.01) and 
intervention (group) effect were also significant (F=18.06, p<0.01). Between posttest 
1 and posttest 2, the interaction terms between group and time was not significant for 
knowledge (F=1.74, p=0.19). Time effect (F=13.11, p<0.01) and intervention (group) 
effect were significant (F=62.43, p<0.01). The intervention group had significant 
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higher knowledge between baseline and posttest 1, baseline and posttest 2, posttest 1 
and posttest 2, and over the three time-points when compared with the standard care 
group. 
 
ANOVA repeated measures and paired t-test were conducted for multiple 
comparisons within groups (table A28). There was significant increase in knowledge 
in both intervention (F=158.05, p<0.01) and standard care groups (F=8.20, p=0.01). 
Using paired t-test for comparisons between time-points, the intervention group 
showed significant increase between baseline and posttest 1 for knowledge (t=-12.89, 
p<0.01), baseline and posttest 2 (t=-14.09, p<0.01), and posttest 1 and posttest 2 (t=-
3.68, p=0.00). For the standard care group, there was also an increase in knowledge 
between baseline and posttest 1 (t=-3.78, p<0.01), baseline and posttest 2 (t=-2.96, 
p=0.01), and no difference between posttest 1 and posttest 2 (t=-1.83, p=0.09). The 
intervention group had significant increase in knowledge between baseline and 
posttest 1, baseline and posttest 2, posttest 1 and posttest 2, and over the three time-
points. The standard care group had significant increase in knowledge between 
baseline and posttest 1, baseline and posttest 2, and over the three time-points. 
Although both groups showed significant improvements, descriptive data showed 
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Table A26 Comparison of knowledge between groups at three time-points 
  Group  










Knowledge 0-24       



































Table A27 Knowledge - Two-way ANOVA between groups  
 Group  
 Standard care (n=42) Intervention (n=38) Two-way ANOVA (Group X time) 




























F p F p F p F p 












73.22 <0.01 76.62 <0.01 3.47 0.07 52.66a <0.01 












32.38 <0.01 23.52 <0.01 0.07 0.80 15.03a <0.01 














<0.01 2.33 0.14 76.80a <0.01 
4. Websites on caregiver self-
help (Eg. palliative and hospice 
care, caregiver programmes, 













28.83 <0.01 24.17 <0.01 0.02 0.89 17.67a <0.01 












43.72 <0.01 51.30 <0.01 3.76 0.06 31.91a <0.01 












39.69 <0.01 23.60 <0.01 0.16 0.70 14.94a <0.01 














<0.01 90.80 <0.01 1.74 0.19 62.90a <0.01 
Note. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
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 Table A28 Knowledge within group comparison 
 Standard care (n=42) Intervention (n=38) 
 Baseline and  
posttest 1 
Baseline and  
posttest 2 
Posttest 1 and 
posttest 2 
Baseline, posttest 










posttest 1, and 
posttest 2 
Item t p t p t p F p t p t p t p F p 
1. Advance care planning -2.27 0.03 -1.37 0.19 - - 1.90 0.19 -11.84 <0.01 -12.29 <0.01 -2.43 0.02 123.2
7a 
<0.01 
2. Respite care -1.44 0.16 -2.05 0.06 -1.38 0.19 2.03 0.17 -7.35 <0.01 -8.15 <0.01 -1.69 0.10 47.22a <0.01 
3. Home help services -1.00 0.33 - - - - - - -10.83 <0.01 -13.69 <0.01 -1.99 0.06 130.8
8a 
<0.01 
4. Websites on caregiver self-
help (Eg. palliative and hospice 
care, caregiver programmes, and 
management of emotions) 
-1.77 0.09 -1.76 0.10 -1.00 0.33 2.94
a 
0.10 -8.10 <0.01 -7.93 <0.01 -1.44 0.16 53.38a <0.01 
5. Managing death of patient -2.13 0.04 -1.00 0.33 - - 1.00 0.33 -8.10 <0.01 -9.10 <0.01 -2.53 0.02 59.78a <0.01 
6. Bereavement support -2.81 0.01 -3.08 0.01 -1.46 0.16 4.88 0.03 -10.14 <0.01 -10.79 <0.01 -2.43 0.02 88.82a <0.01 
Total knowledge -3.78 <0.01 -2.96 0.01 -1.83 0.09 8.20
a 
0.01 -12.89 <0.01 -14.09 <0.01 -3.68 <0.01 158.0
5a 
<0.01 
Note. aMauchly’s test of sphericity was significant, Greenhouse-Geisser correction used. 
